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THE ALMOND TREE* 
by 

John Stallworthy 



All the way to the hospital 

the lights were green as peppermints. 

Trees of black iron broke into leaf 

ahead of me, as if 

I were the lucky prince 

in an enchanted wood 

summoning summer with my whistle, 

banishing winter with a nod. 

Swung by the road from bend to bend, 
I was aware that blood was running 
down through the delta of my wrist 
and under arches 
of bright bone. Centuries, 
continents it had crossed; 
from an undisclosed beginning 
spiralling to an unmapped end. 



II 



Crossing (at sixty) Magdalen Bridge 

Let it be a^ son , a^ son , said 

the man in the driving mirror. 

Let it be a. son . The tower 

held up its hand: the college 

bells shook their blessing on his head. 

Ill 

I parked in an almond ' s 
shadow blossom, for the tree 
was waving, waving me 
upstairs with a child's hands. 

IV 

Up 

the spinal stair 
and at the top 
along 

a bone-white corridor 

the blood tide swung 

me swung me to a room 

whose walls shuddered 

with the shuddering womb. 

Under the sheet 

wave after wave, wave 

after wave beat 

on the bone coast, bringing 

ashore — whom? 
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From Root and Branch by Jon Stallworthy, London: Chatto and Wlndus, 
1968. 



New 

minted, my bright farthing! 

Coined by our love, stamped with 

our images, how you 

enrich usi Both 

you make one. Welcome 

to your white sheet, 

my best poem ! 

V 

At seven- thirty 

the visitors' bell 

scissored the calm 

of the corridors. 

The doctor walked with me 

to the slicing doors. 

His hand upon my arm, 

his voice — _I have to tell 

you set another bell 

beating in my head: 

your son is a mongol 

the doctor said. 

VI 

How easily the word went in — 
clean as a bullet 
leaving no mark on the skin, 
stopping the heart within it. 

This was my first death. 
The "I" ascending on a slow 
last thermal breath 
studied the man below 

as a pilot treading air might 
the buckled shell of his plane — 
boot, glove, and helmet 
feeling no pain 

from the snapped wires' radiant ends. 
Looking down from a thousand feet 
I held four walls in the lens 
of an eye; wall, window, the street 

a torrent of windscreens, my own 
car under its almond tree, 
and the almond waving me down. 
I wrestled against gravity, 

but the light was melting and the gulf 
cracked open. Unfamiliar 
the body of my late self 
I carried to the car. 



VII 

The hospital - its heavy freight 
lashed down ship-shape ward over ward - 
steamed into night with some on board 
soon to be lost if the desperate 

charts were known. Others would come 
altered to land or find the land 
altered. At their voyage's end 
some would be added to, some 

diminished. In a numbered cot 

my son sailed from me; never to come 

ashore into my kingdom 

speaking my language. Better not 

look that way. The almond tree 
was beautiful in labour. Blood- 
dark, quickening, bud after bud 
split, flower after flower shook free. 

On the darkening wind a pale 
face floated. Out of reach. Only when 
the buds, all the buds, were broken 
would the tree be in full sail. 

In labour the tree was becoming 
itself. I, too, rooted in earth 
and ringed by darkness, from the death 
of myself saw myself blossoming, 

wrenched from the caul of my thirty 
years' growing, fathered by my son, 
unkindly in a kind season 
by love shattered and set free. 

VIII 

You turn to the window for the first time. 

I am called to the cot 

to see your focus shift, 

take tendril-hold on a shaft 

of sun, explore its dusty surface, climb 

to an eye you cannot 
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meet. You have a sickness they cannot heal, 

the doctors say; locked in 

your body you will remain. 

Well, I have been locked in mine. 

We will tunnel each other out. You seal 

the covenant with a grin. 

In the days we have known one another, 

my little mongol love, 

I have learnt more from your lips 

than you will from mine perhaps; 

I have learnt that to live Is to suffer, 

to suffer is to live. 
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8 



ABOUT OUR FACULTY MEMBERS (CONT.) 
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ORIENTATION 
GOALS AND OBJECTIVES 



Small Group Session I: Participant Introductions ' 
Purpose ; 

To provide time for participants to meet one another. 

Specific Objectives : 

At the conclusion of this session, participants should: 

1. Know the names and home communities of the other members of 
their small groups; 

2. Understand the p^rof essional roles each member represents; 

3. Understand the extent to which their small group members 
interact with handicapped children and youth; and 

4. Recognize the diversity of the background*, expertise, and 
. motivations represented in their groups and, therefore, in 

the workshop generally. 
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UNIT I: THE LAW 
GOALS AND OBJECTIVES 




Perspectives on the Law: Rights of Handicapped 
Children and" Youth 



Purpose ; 

To discuss the implications of PL 94-142 and Section 504 for 
handicapped children and youth from the unique perspectives 
of each of five panel members: the, special educator, the 
regular educator, the parent, the handicapped consumer, and 
• the Allied Health ^professional. A question and answer period 
will follow. 

Specific Objectives : 



At the conclusion of this session, participants should: 

1, Understand the implications of federal legislation for the 
rights of handicapped children and youth, including their 
rights to: ♦ 

a free and appropriate education; 
access to services, programs, and fafcilities; 
due process; 

equal opportunity based on capability; 
a least restrictive educational environment; 
Individualized Education Programs (lEP); and 
related services. 

2, Understand there are differences between federal and state legislation 
regarding the rights of handicapped children and youth and their 
families. 

3, Be more sensitive to the educational and 'health-related service 
needs of handicapped children and youth. 



a. 
b. 
c. 
d. 
e. 
f . 
g- 




GENERAL SESSION I 



PERSPECTIVES ON THE LAW": RIGHTS OF HANDICAPPED CHILDREN 

AND YOUTH 

DR. SALLY E. PISARCHICK, DIRECTOR 
CUYAHOGA SPECIAL EDUCATION SERVICE CENTER 



■'KEY MANDATES OF 

PUBLIC LAW 9^-1^2 



1. 


Child Identification And Accounting 


2. 


Non-Biased Assessmewt 


3. 


Multi-Factored Assessment 


^. 


Individual Education Program 


5. 


Due Process Safeguards 


6. 


Least Restrictive Alternatives 


7. 


Confidentiality Of Records 


8. 


Full Services Goal By 1980 For All 




Handicapped Children, Ages 3 to 21 Years 



STRATEGIES AND MELS IN SPECIAL EPUCATION 



CHILDREN IN REGULAR CLASSES, I NCLUDI NG •THOSE 

handicapped" able to get along with regular 
class acca^modations with or without f€dical or 
counseling supportive therapies 



REGULAR CLASS ATTENDANCE PLUS SUPPLE-. 
MENTARY INSTRUCTION SERVICES 



PART-TIME 
SPECIAL CLASS 



"out PATIENT" 

programs 

(assignment of 
' pupils govern- 
ED BY THE 
SCHOOL system) 



FULL-TIME 
SPECIAL CLASS 



SPECIAL 
STATIONS 



HOMEBOUND/ 




"in-patient" 
programs 

(assigwent' of 
children to 
facilities 
governed by 
health, correc- 
tional or welfare 
agencies) 



THE TAPERED DESIGN IS USED IN THE CHART TO INDICATE 
IN THE NUMBERS INVOLVED AT THE DIFFERENT LEVELS AND 
THAT THE SYSTEM SERVES AS A DIAGNOSTIC FILTER. THE 
ARE LIKELY TO BE NEEDED BY THE FEWEST CHILDREN ON A 
ORGANIZATION MODEL CAN BE APPLIED TO DEVELOPMENT OF 
FO" TYPES OF DISABILITY 
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THE CONSIDERABLE DIFFERENCE 
CALL ATTENTION TO THE FACT 
MOST SPECIALIZED FACILITIES 
LONG-TERM BASIS. THIS 
SPECIAL EDUCATION SERVICES 



FIGURE 2. 

THE CASCADE SYSTEM OF SPECIAL EDUCATION SERVICE^ (EVELYN DENO) 



Least Resti^ictive Alternatives 



..."To The Maximum Extent Appropriate^ Handicapped 

Children - Including Children In Public Or Private- 

Institutions Or Other Care Facilities - Shall Be 

Educated With Children Who Are Not Handicapped". 
(P. L. 9^-1^*2 - Amend. Sub. House Bill ,^55) 

r. Meet Unique Needs of Each Child 

2, Remove From Regular Educational Enviorment 

ONLY When Nature/Severity of Handicap 
Forces Such A Placement 

3. Apply Continuum Of Services and/or 

Supplementary Aids and Services 



Child Identification And Accounting 



Written Policies and Procedures 

Incorporated in Local Education Association 
Comprehensive Plan 

In-School 

A, On-Going 

B. Systematic 
Out-Of-School 

A, On-Going 

B. Birth Through Age 21 

c. A Household Contact at Least Once , 
In Three Year Period 

Data I^onitoring, Collecting, And Reporting 

A, Unserved 

B, Reasons Unserved 
c. Served 

D. Collation Of Data By Special Education 
Regional Resource Center (SERRC) 
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Non-Biased Assessment 



Racial/Cultural-Free Evaluations 
Administered in Child's Native Language 
Or Mode of Communication 



Mult I -Factored Assessment 



Evaluation Of More Than One Area Of Functi 
Adaptive Behavior 
Academic Achievement 
Communication Skills 
Cognitive Functioning • 
• . . . . (Etc.) 

Variety Of Instruments And Methods 



Individual Education Program 



... "A Written Statement For Each Handicapped Chi 
Designed To Meet The Unique Needs Of Child". 

(Amend. Sub. House Bill ^55) 

1. Statement Of Present Levels Of Performanc 

2. Statement Of Specific Educational 

Services Needed 

3. Annual Goals 

^. Short Term Instructional Objectives 

5. Date Of Initiation And Duration 

Of Services 

6. Annual Review 



DUE PROCESS SAFEGUARDS 



... Safeguards in Relation To the Identification^ 
Evaluation^ or Educational Placement... 
(Amend. Sub. House Bill ^55) 

1. Appointment Cf Parent Surrogate 

2. Inspect And Review 

3. Prior Notice And Written Permission To 

Identify^ Evaluate^ Cr Change The 
Placement Of A Child 

^. Notification Of Annual Review 

5, Present Complaints 

A. Case Conference 

B. Placement Team Conference 
c. Administrative Review 

D. Impartial Hearing 

E. State Level Review 

F. Appeal To The Courts 



Confidentiality Of Records 



. . . Protect And Assure Confidentially Of Personally 
Identifiable Date At Collection, Storage Disclosure 
And Destruction. 

1. Written Policies And Procedures Available 

To Parents/Eligible Students 

2. Parent/Eligible Student Right To Inspect/Revi 

Of Education Records 

3. Annual Notification Of Rights And Policies 
^, Destruction Of Data 

A. Within Five Years Following Need 

B. Permanent Record f^AY Be Maintained 

Name, Address, Phone Number 

BiRTHDATE 

Grades 

Attendance Record 
Grade Level Completed 

20 



Free And Appropriate Education For All Handicapped Children 



1. Special Education And Related Services Provided 

At Public Expense, Regardless Of Handicap. 

2. f^EET State Standards 

3. Includes Elementary And Secondary Education, May 

Include Pre-School 

^. Includes An Individualized Educational Program (I.E.'P.) 

5. State Plan Include: 

A. Timetable For Achievement Of Full Services 

B. Description Of Facilities, Personnel, & Services 

6. Deadlines (P.L. 9^-1^2) 

A. Age 3-18, Sept. 1, 1978 

B. Age 3-21, Sept. 1, 1980 
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UNIT I: THE LAW 
RESOURCES 

• Key Provisions of PL 94-142 and Section 504 - an overview. 

• Definition of "related services." as used in PL 94-142. 

• Federal Register/Volume 46, No. 12, Monday, January 19, 1981, 

pages 4912 and 4913. 

"...to provide clean intermittent catheterization as a 'related 
service'..." 

• Federal Register/Volume 45, No. 251/Tuesday, December 30, 1980. 

Pages 86390 and 86391. , 

"...concerning the use of parents' insurance proceeds to pay 
for required services..." 

• No Discrfminat ion/No Barrier in Education, Employment, and Service 

Programs by the Parent Information Center, CCHC, 407 S. Dearborn 
Street, Room 1075, Chicago, XL 60605. 

• Evaluation, Placement and Due Process Under PL 94-142 and Section 504. 

• You Have New Rights - Use ThemI by Closer Look. 

m 

• Fact Sheet: Your Child's School Records, by CCHC. 

• Content of the lEP and sample lEP. 

% How to Be Assertive at Your Child's lEP. 

• How to Prepare for a Due Process Hearing. 

• True-False Test Regarding PL 94-142. 

• Bibliography. 
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KEY PROVISIONS OF PUBLIC LAW 94-142 and SEC. 504 



MAJOR REpUIREMENTS FOR EDUCATION OF HANDICAPPED IN SCHOOLS 

A. CHILD IDENTIFICATION AND ACCOUNTING: 

1. Written policies and procedures 

2. School district comprehensive plan for handicapped education 

3. In-School Child Find: on-going and systematic 

4. Out-of-School Child Find: on-going, 0-21; each household contact three 

years 

5. Data monitoring, collecting and reporting of unserved, reasons; and served 

B. NON-BIASED ASSESSMENT: 

1. Raclal/cultural-free evaluations 

2. Administered In child's native language or mode of conmunlcatlon 

3. Renewed at least once each three years 

C. MULTI-FACTORED ASSESSMENT: 

1. Evaluation of more than one area of functioning; adaptive behavior, 

academic achievement, communication skills, cognitive functioning, 
etc. • • • 

2. Use variety of Instruments and methods 

D. INDIVIDUALIZED EDUCATION PROGRAM (PLAN) : 

1. "•..written statement for each handicapped child designed to meet the 

unique needs of child..." 

2. I.E. P. Includes: 

a. Statement of present levels of performance 

b. Statement of specific educational services to be provided (Including 

related services) 

c. Extent to which child will be able to participate In regular program 

d. Statement of Annual Goals, Including short term Instructional objec- 

tives 

e. Projected dates for Initiation of services and duration 

f. Appropriate objective criteria and evaluation procedures and schedules 

for determining, on at least an annual basis, whether the short term 
Instructional objectives are being achieved. 

E. DUE PROCESS SAFEGUARDS: 

1. Appointment of parent surrogate 

2. Inspect and review records 

3. Prior notice and written permission to Identify, evaluate 

4. Prior notice, right to complain of placement or change 

5. Notification of annual review (periodic) 

6. Present complaints or secure Information through: 

a. Case conference d. Impartial Hearing 

b. Placement Team conference e. State Level Review 

c. Administrative Review f. Appeal to courts 
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KEY PROVISIONS OF PUBLIC LAW 94-142 and SEC. 504 Page 2. 



F. LEAST RESTRICTIVE ALTERNATIVE PLACEMENT: 

1. Meet unique needs-of EACH child 

2. Remove from regular educational environment ONLY when nature/severity 

of handicap prevents being met with supplementary aids, etc. 

3. Apply continuum of services and/or supplementary aids and services 

G. CONFIDENTIALITY OF RECORDS: 

1. Written policies and procedures available to parents 

2. Parent right to inspect /review educational records 

3. Annual notification of rights and policies 

4. Destruction of data: within five years if no longer needed must notify, 

offer records if destroyed; retain name, address, phone, birthdate, 
grades, attendance record, grade levels completed. 

H. |REE APPROPRIATE PUBLIC EDUCATION FOR ALL HANDICAPPED: 

1. Special education and related services provided at public expense 

regardless of handicap 

2. Meets state standards 

3. Includes elementary and secondary education, may include pre-school (as 

per state decision/provision) 

4. Includes lEP for every child 

5. State plan must include timetable for achievement of full services and 

description of facilities, personnel and services 

6. Deadlines (94-142/504) require admit every handicapped child 5-21 and 

provide an appropriate program placement and related services by 
9/78; also diagnostic assessment services to 0-4 and placement if 
available 

"No otherwise qualified handicapped individual in the U.S.... shall, 
solely by reason of his handicap, be excluded from the participation 
in, be denied the benefits of, or be subjected to discrimitlation under 
any program or activity receiving federal financial assistance." 
Sec. 504, P. L. 93-112.' 



ERIC 



^1 



1 



DEFINITICN OF RELATED SERVICES 



The term "related services" afb used in PL 94-142 is defined in Section 
121a. 13 of the regulations. It means: 

...transportation and such developmental, •corrective, and other 
supportive services as are required to assist a handicapped child 
to benefit f rom ^sp.ecial education, and includes speech pathology 
and audiology, psychological services, * physical and occupational 
therapy, recreation, early identification and assessment of disabil- 
ties in children, counseling services, and medical services for 
diagnostic or evaluation purposes. The term also includes school 
health services, social work services in schools, and parent counsel- 
ing. 

(The terms within this definition are further defined in the same section.) 
The comment to Section 121a. 13 states, however, that: ^ 

The list of related services is not exhaustive and may include other 
developmental, corrective, or supportive services (such as artistic 
and cultural programs, and art, music, and dance therap]?^) if they 
are, required to assist a handicapped child to benefit from special 
education . 

There are certain kinds of services which might be provided by persons 
from varying professional backgrounds and with a variety of operational 
titles, depending upon requirements in individual States. For example, 
counseling services might be provided by social workers, psychologists, 
or guidance counselors; and psychological testing might be done by 
qualified psychological examiners, psychometr ists, or psychologists, 
depending upon State standards. 

Each related service defined under this part may include appropriate 
administrative and supervisory activities that are necessary for 
program-planning, management, and evaluation. 
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ter / Vol 48. N«. 12 / Monday. January 19. 1961 / Rulet and Regulation* 



OE^ARTIIENr OF EDUCATION 

OfflM of SiMcM EducatkNi 

S4CniPMls104and300 

AMhrtanM to Sfatw for Education of 
Handteapped CtiHdron, and 
NondlacflnilnaUon on ttM Baaia of 
Handicap in frograma and AcUvltlaa 
Rocolvino or Banaflting from Fadoral 
Financial Aaaiatancai Notico of 



Aomcv: Department of Education. 
aenOM: Notice of InterprcUtion. 
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SUMMAHV: The Secretary of Education 
jnterpreta Part B of tha Education of the 
Handicapped Act &nd Section 504 of the 
Rehabilitation Act of 1973 to require 
public educational agencies to provide 
clean intermittent catheterization at a 
''related service** when it it required to 
provide a free appropriate public 
education* including aervicea in the laaat 
restrictive environment, to handicapped 
children who are entitled to receive 
•ervicea under those atatytea. This 
interpretation it issued in reaponaa to 
public inquiries regarding Department 
policy on the matter. 

cmEcnvi DATK This interpreUtion it 
expected to take effect 45 days after it it 
transmitted to Congress. Interpretations 
are usually transmitted to Congress 
several days before thay are published 
in the Fadanl Register. The effective 
date of interpretations that are subject 
to the transmittal requirement is 
changed by statute if Congress takes 
certain adjournments*^ Although the 
interpretation of Section 504 is not 
subject to this requirement, the 
Secretary has decided to set its effective 
date for the same day as the 
interpretation of Part B of the Education 
of the Handicapped Act. If you want to 
know the effective date of this 
interpretation, call or write the 
Department of Education contact 
persons. 

row PURTHIII INroHMATlON CONTACT: 

Ms. Shirley A.Jones. Office of Special 
Education, Department of Education, 
Donohoe Building, 4th Floor, 400 
Maryland Avenue, S.W., Washington, 
D.C. 20202, telephone: (202) 472-7021. 
Mr. Edward A. Stutman, Office for Civil 
Rights, Department of Education, 
Switzer Building, Room 5430, 300 C 
Street, S.W., Washington, D.C. 20202, 
telephone: (202) 245-^81. 

SUmXMINTAIIY intohmatiom: 

The Issue 

The issue presented is whether Part B 
of the Education of the Handicapped 
Act, as amended (*Tart B**: 20 U.S.C. 
1411-1420] and its regulations (34 CFR 
Part 300: formerly 45 CFR Part 121a) and 
Section 504 of tha Rehabilitation Act of 
1073, as amended (*'Section 504**; 20 
U.S.C. 794) and iu regulations (34 CFR 
Part 104; formerly 45 CFR Part 64) 
require public educational agendas to 
provide clean intermittent 
cathetMzation as a related service to 
eligible handicapped children when 
those children require tha service to 
recelva a free appropriate pubUc 
education, tnclnding services in the least 
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The Interpretation 

Both Part B and Section 504 require 
public educational agencies to provide 
clean intermittent catheterization as a 
"related service** to handicapped 
children who are entitled to receive 
services under those statutes, when it is 
required to provide a free appropriate 
public jducation, including services in 
the least restrictive environment. 

Background 

A procedure called "clean intermittent 
catheterization^* *'(CIC)*' is often 
recommended for physically 
handicapped children who have 
impaired function of the urinary bladder. 
It is usually a relatively simple 
procedure to administer with minipial \ 
training and can be performed by a ' 
school nuFf e, the- individual requiring 
catheterization, or another responsiMe 
person, none of whom needtb be 
licensed to perform the service. 
Therefore, for the limited purpose of 
interpretating Pari B or Section 504, the 
Secretary does not interpret CIC to be a 
medical service. In fact, a number of 
educational agencies are not providing 
this service to handicapped children as 
a part of their school health services. A 
repori on the use of CIC accepted and 
endorsed by the Urology Section of the 
American Academy of Pediatrics on 
October.2d, 1978, states that "CIC in 
infancy must be carried out by an adult 
but with normal intelligence most 
children are able to self-catheterize from 
approximately six to seven years of age, 
sometimes even earlier.** 

While the number of children in the 
United States who currently require 
assistance with CIC cannot be stated 
with precision, those children who most . 
often use CIC have myelodysplasia 
(spine bifida), which medical authorities 
estimate to occur in 1-2 Uve births per 
thousand in tlie United States. However, 
not all children %vith spina bifida require 
catheterization, and the majority of 
children who are catheterized do not 
require assistance with catheterization 
throughout the years they attend 
elementary and secondary school. 

Parte 

Under Part B of the Education of the 
Handicapped Act, a handicapped child 
within the eligible age ranges is entitled . 
to receive a free appropriate public 
education, a term defined in Section 602 
of the Act to include special (education 
and related services. 20^U.S.C. 1401. The 
term ''related services** is defined in 
Section 602(17) to mean: 

*** * * transportation, and such 
developmental, corrective, and other 
supportive services (including speech 



pathology end audiology, psychological 
services, physical and occupaUonal therapy, 
recreaUon, and mr^cal and counseling 
services, except that such medical services 
shall be for diagnostic and evaluation 
purposes only) as may l>e required to assist a 
handicapped child to benefit from special 
education, and * * * the early identification 
and assessment of handicapping conditions 
in children." 

The regulations implement this 
section by defining each statutorily- 
specified related service, and by 
specifying other services, including 
school health services, as well. 
Moreover while catheterization is not 
specifically lifted as a **related serv ice'', 
the ''Comment" that follows^34 CFR^ 
300.13 states: ^ 

*The list of rented services is not 
exhaustive and may include other 
developmental, corrective, or supportive 
services * * * if they are required to assist a 
* handicapped child to benefit from special 
education.** 

In addition to the related services • 
requirements outlined above, each 
public agency must ensure that to the 
maximum extent appropriate, 
handicapped children are educated with 
children who are not handicapped, and 
that special cloanes, separate schooling, 
or other provision of education tq . 
handicapped children outside of the 
regular environment occura only when 
the nature or severity of the han<|icap is 
such that education in the regular 
classes cannot he satisfactor^y 
achieved with the use of supplementary 
aids and services. 20 U^.C 1412(5)(B); 
34 CFR 300.55a ^ 

In light of the above, the Secretary 
concludes that clean intermittent 
catheterization is a **reLated service" as 
that term ia defined in the Education of 
the Handicapped Act CIC must be 
provided when it is required to provide 
a free appropriate public education, 
including services in the least restrictive 
environment to handicapped children 
receiving special education. A public 
agency is not required to provide CIC to 
a child vrho is enrolled in a day program 
when that child is not in school Nor is 
the agency required to provide routine 
medical services, such aa laboratoiy 
analysis, that may be related to the 
provision of CIC fHiese services are 
also not required under Section 504.) 

Section 504 

Under Section 504 and the 
Department's implementing regulation, 
puhlic educational agencies are required 
to provide regular or special education 
and related^aids end serviceit to eligible 
handicapped dhildren. 34 CFR 104.30). 
104.3(k)(2). Those handicapped children 
entitled to services under Section 504 



must be provided a free appropriate 
public education "regardless of the 
nature or severity of the person's 
handicap". 34 CFR 104.33(a). Moreover, 
Section 104.34 of the regulation requires 
that handicapped persons be educated 
in the regular educational environment 
unless this cannot be satisfactorily \ 
achieved %vith the use of supplementarv 
aids and services. \ 
Therefore, the Secretary concludes. \ 
that under Section 504^ clean ^ 
intermittent catheterization is a "related 
service" when it is necessary to ensure 
the provision of a free appropriate 
public education, including ser/ices in 
the least restrictive environment, for 
handicapped children requiring regular 
or special educatiori. 

Judicial Precedent 

The limited judicial precedent on 
catheterization as a required service is 
Consistent with the Secretary's 
interpretation. See Tatro v State of 
Texas, 025 F.2d 557 (5th Cir. 1980); 
Tokarcik v. Forest Hills School District 
No. 7JM38 (W.D. Pa. Oct. 31, 1980); and 
Hairston v. Drosich, 423 F. Supp. 180 
(SH. W.Va. 1976). In the cases decided 
after publicaition of regulations under 
Pari B and Section 504, the courts held 
that GC is a related service which must 
be provided to handicapped children. In 
the case decided before publication of 
the regulations, the court held that a 
handicapped child could not be 
excluded from the regular classroom 
because she needed CIC. 
(20 U.S.C 1401, 1411-1420; 29 U.S.C 7M) 

Dated: January 13, 1061. 
Shirley M.HiifBted]ar. 
Secretary of Education. 
(FR Doc. n-vm fitod l-lt-n; iDtt am) 
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DEPARTMENT OF EDUCATION 
Office of .Special Education 
Office for Civil Rights 

34 CFR Part 104 and 300 

Nondiscrimination on the Basis of 
Hsndicap In Programs and Activities 
Receiving or Benefiting From Federal 
Financial Assistance; and Assistance 
to States for Education' of 
Handicapped Children 

agency: Department of Education. 

action: Notice of Interpretation. 

9UMMAIIY: The Secretary of Education 
interprets Part B of the Education of the 
Handicapped Act, at amended, and 
Section 504 of the Rehabilitation Act of 
1973, aft amended, concerning the use of 
parents' insurance proceeds to pay for 
required services. It it the Secretary's 
interpreta Ion that these statutes and 
their implementing regulations do not 
permit an educational agency 
responsible for the education of a 
handicapped child to require the parents 
^^^f that child to use private insurance 
^Hvoceeds to pay for required services 
^BK^here the parents would incur financial 
loss. This interpretation is issued in 
response to public inquiries regarding 
Departmental policy on the matter. 

EFFECTivkdate: This interpretation is 
expected 19 take effect 45 days after it is 
transmitted to Congress. Interpretations 
are usually transmitted to Congress 
several days before they are published 
in the Federal Register, the effective 
date of interpretations that are subject 
to the transmittal requirement is 
^ changed if Congress takes certain 
adjournments. Although the 
interpretation of Section 504 is not 
subject to this requirement the 
Secretafy has decided to set its effective 
date f|^r the same day that the 
interpretation of Part B of the Education 
of the Handicapped Act becomes 
effective. If you want to know the 
effective date of this interpretation, call 
; or write the Department of Education 
contact persons. 

FOR nurrHCft infohmation contact: 

Ms. Shirley A. Jones, Office of Special 
Education, Department of F 'jcation, 
Donohoe Building. Roon. ^u!t6. 400 
Maryland Ave. S.W., Washington, D.C. 
^^0202, telephone: (202) 472-7921. Mr. 
^Kdward A. Stutman; Office for Civil 
^BRights. Department of Education^ 
Switzer Buildiiig, Room 5430, 300 C St.. 
S.W., Washington. D.C. 20202. 
telephone: (202) 245-0781. 

FRIC 



SUPFLEMCNTARY INFORMATION: 

The Issue 

The issue is whether Part B of the 
Education of the Handicapped Act, as 
amended, ("Part B"; 20 U.S.C. 1411-1420) 
and its regulations (34 CFR Part 300; 
formerly 45 CFR Part 121a) and Section 
504 of the Rehabilitation Act of 1973, as 
amended ("Section 504'*: 29 U.S.C. 794) 
and its regulations (34 CFR Part 104: 
formerly 45 CFR Part 84) permit an 
educational agency responsible for the 
education of a handicapped child to 
require the child's parents to file 
insurance^claims and use the proceeds 
to pay for services that must be 
provided to the child under Part B and 
Section 504. 

The interpretation 

Both P^t B and Section 504 prohibit a 
public agency from requiring parents. ' 
where.they would incur a fmancial cost 
to use insurance proceeds to pay for 
services that must be provided to a 
handicapped child under the **free 
appropriate public education" 
requirements of those statutes. The use 
of parents* insurance proceeds to pay 
for services in these circumstances must 
be voluntary on the part of the parents, 

Discussion • 

Under Section 612(2)(B) of Part B (20 
U.S C. 1412(2)(B)). each participating 
State must make available to all 
handicapped children within specified 
ages a free appropriate public education. 
* "Free appropriate public education** is 
' defined in Section 602(18) of the 
, Education of the Handicapped Act. as 

amended. (20 U.S.C 1401(18)) as 
, "special education and related services 
which are provided at public expense. 
I under public supervision and direction, 
and without charge. . . .** The 
requirement to provide these services is 
implemented in 34 CFR 300.300 et seq. 

Similarly, the Department*s 
regulations implementing Section 504 
require any recipient of Federal 
financial assistance that operates a 
public elementary or secondary 
education program to "provide a free 
appropriate public^education to each 
qualified iiandicapped person who is in 
the recipient*s jurisdiction, regardless of 
the nature or severity of the person*s 
handicap.** 34 CFR 104.33(a). The 
provision of a fi^e education is defined 
as '*the provision of educational and 
related services w*ithout cost to the 
handicapped person or to his or her 
parents or guardian, except for those 
fees that are imposed on non- 



handicapped persons or their parents or 

guardian,** 34 CFR 104.33(c). 
The Secretary interprets the 

requirements that a free appropriate 
public education be provided "without . 
charge'* or **without cost** to mean that 
an agency may not compel parents to 
file an insurance claim when filing the 
daim would pose a realistic threat that 
the parents of handicapped children 
would suffer a finanial loss not incurred 
by similarly situated parents of non- 
handicapped children. Financial losses 
include, but are not limited to, the 
following: 

(1) A diecrease in available lifetime 
coverage Or any other benefit under an 
insurance policy; 

(2) An increase in premiums or the 
discontinuation of the policy: or 

(3) An out-of-pocket expense such as 
the payment of a deductible amount 
incurred in filing a claim. 

Financial losses do not include 
incidental costs such as the time needed 
to file an insurance claim or the postage 
needed.to mail the claim. 

The statutory and regulatory 
provisions relating to a free appropriate 
public education guarantee freedom 
only from financial loss as described 
above. Therefore, when the educational 
agency pays the financial costs related 
to filing a claim and no other cost (such 
as those listed above) is imposed, the 
parent suffers no financial loss. In 
addition, an agency may insist that 
parents file a claim when they would 
incur only minor incidental costs such 
as the time required to complete the 
form. The agency may require the 
parents to file a claim if it ensures that 
parents do not have to bear even a 
short-term financial loss. For example, if 
benefits begin only after a ^50.00 
deductible, the agency may insist that 
the parents file a claim if it pays for the 
services and the deductible in advance. 
^ (20 U.S.C. 1401, 1411-1420: 29 U.S.C 794) 

The responsibility to make available a 
free appropriate public education docs 
not mean that a public educational 
agency must use only its own funds for 
that purpose. An agency may lise 
whatever State, local. Federal, and 
private sources of support are available 
to pay for required services. See 34 CFR 
300.301(a) and 34 CFR 104.33(c)(1). 
Moreover, nothing in the Part B or 
Section 504 regulations relieves an 
insurer or similar third party from an 
otherwise valid obligation to provide or 
pay for services to a handicapped child. 
See 34 CFR 300.301(b) and 34 CFR 
104.33(c), 



Federal Register / Vol. 45, No, 251 / Tuesday, December' 30, 1980 / Rules and Regulations 86391 



Call for Public Comment ' 

The Secretary is interested in 
receiving public comments on the extent 
to which the Department should provide 
further guidance on the use of insurance 
proceeds or other sources of funds to 
pay for services to handicapped 
children, and on the relationship 
between educational agencies and 
insurance carriers. These comments 
may be sent at any time to th^ 
Department contact persons identified 
in the beginning of this document. 

Dated: December 22, 1980. 
Shirley M. Hufstedler* 
Secretary of Education, 

IFR Doc a(M04 (• Piled 12*29-4n: MS ami 
81UING COOE 4000-0 t-«a 
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SECTION 504 and the EDUCATION of HANDICAPPED CHILDREN 



The education provisions of SECTION 504 are closely coordinated with P.L. 94-142 (the 
Education for All Handicapped Children Act) , signed into law November 29, 1975. 
Provisions of both P.L. 94^142 and the education provisions of SECTION 504 become 
effective September 1, 1978 . 

REQUIREMENTS: 

All recipients of HEW funds which operate public elementary or secondary education 
programs must "provide a free appropriate public education to each qualified handi- 
capped person who is in the recipient's jurisdiction, regardless of the nature or 
severity of the person's handicap". (S 84.33) 

SECTION 504 PROHIBITS DISCRIMINATION BY: 

. Public and Private Pre-School Programs 

• Public and Private Day Care Centers 

. Public and Private Adult Education Programs 

• Public and Private Elementary and Secondary Education Programs 
DEFINITION: APPROPRIATE EDUCATION and FREE EDUCATION 

"the provision of an APPROPRIATE EDUCATION is the provision of regular or special 
education and related aids and services that (i) are designed to meet individual 
educational needs of handicapped persons as adequately as the needs of non^handi- 
capped persons are met and (ii) are based upon adherence to procisdures that satisfy 
the requirements of SS 84.43, 84.35, 84.36". 

(S 84.33) 

"the provision of a FREE EDUCATION is the provision of educational and related ser- 
vices without cost to the handicapped person or to his or her parents or guardian, 
except for those fees that are imposed on non-handicapped persons or their parents 
or guardians. ...if a recipient places a handicapped person in or refers such person 
to a program not operated by the recipient as its means of carrying out the require- 
ments of this subpart. It may consist of payment for the costs of the program". 

REQUIREMENTS: 

• Annual identification of handicapped children by public school districts 

. Annual notification to parents of handicapped children' s rights to special education 
services 

. Implementation of an Individualized Education Program^ in accordance with P.L. 94^142 
. Pre-placement evaluation 

. Evaluation procedures which "accurately reflect the student' s aptitude or, achieve- 
ment level" 

. Placement procedures which ensure proper . documentatioii of information and which in- 
volve persons knowledgeable about the child in placemerit ^cisions 
. Mainstreaming in educational programs and other activities 

• Parent access to school records and confidentiality as to contents 

• Periodic reevaluation of handicapped children 

• Trsmsportation to educational programs 

• Procedurel safeguards and Due Process Procedures which involve parents 

• FREE RESIDENTIAL PLACEMENT (when such placement is necessary to meet educational 
needs of handicapped children) 

O . Equal opportunity for handicapped students to participate in: 
JC " non^academic services - health services 




NO DISCRIMINATION / NO BARRIER 

in Education, Employmtnt snd Service Programs 



Atubiidiaryof (Summary of Section 504, RefmbHimion Act of 1973 - P.L 93-112) 

CO-ORDINATING COUNCIL 
for HANDtCAFPED CHILDREN 
407 Z, DtartxKn St. room 1075 
Chicago, ill. 60605 <312) 939-3513 

SECTION 504 has been called "^the FIRST FEDERAL CIVIL RIGHTS LAW protecting the 
Rights of the HandicappedT, It provides that: "no. . .qualified handicapped in- 
dividual. ..shall, solely by reason of his handicap, be excluded from the par-- 
ticipation in, be denied the benefits of, or be subjelcted to discrimination 
under any program or activity receiving federal financial assistance" . 
(SECTION 504 - of the Rehabilitation Act of 1973, 29 U.S.C., 706 (S 84.4) 

HISTORY 



SECTION 504 Is part of the Rehabilitation Act of 1973 (P.L. 93-112) and became 
law that year. At that time. Section 504 specifically applied only to discri- 
mination in employment. In 1974, the Rehabilitation Act Amendments of 1974 
(P.L. 93'-516) extended coverage of Section 504 to all areas of civil rights 
including: education, post-secondary education, vocational training, employment, 
health, welfare, and other social service programs. (Preamble) 

SECTION 504 RULES AND REGULATIONS went into effect April 28, 1977, when they were 
signed by HEW Secretary Joseph A. Califano, Jr. SECTION 504 applies to all recip- 
ients of HEW (Health, Education, and Welfare) funds, including: 

.States, Counties, Cities, Towns, Villages, and their political subdivisions 
.Instrumentalities of states and their political subdivisions 
.Public and Private Schools .Public and Private Hospitals , clinics 

.Public and Private Institutions .Other health service providers 
.Public and Private Colleges .Public and Private agencies 

.Other organizations and entitities receiving HEW funds 

(S 84.2) 



DEFINITION: HANDICAPPED PERSON 

^Any person who: 

. Has a physical or mental impairment which substantially limits one or more 

major life activities 
. Has a record of such an impairment 
. Is regarded as having such an impairment" 
. Is a drug addict or an alcoholic 

(S84.3) 

DISCRIMINATION IS PROHIBITED IN: 

• Education of Handicapped Children 

. Vocational Education Programs 

. College Programs and Other Postsecondary Education Programs 

. Employment O y 

. Health, Welfare, and Other Social Service Programs 0± 

. Other Programs and Activities Funded by HEW 



Q ^^^^ J^^!??!!!?!!)^ Service providers and employers are required to make 



An AflNiole of aOSER LOOK ACCESSIBILITY 
Tho NortionQi Infocmation Genler Service provid 

tor the Honolcapped w^^^.^^.ki^ ^^mamnm^^^v^mh .^v^ nm/vMm« services 



ERJC wmananacoppea "reasonable accommodation" to make programs, 

mmrnm and facilities accessible to the handicapped 



- oxtra^-curricular activities transportation 

- recreational programs - referrals to service providers 

- athletics - referrals for employment purposes 

- counseling services 

- special interest groups or clubs sponsored by the School 

S 34.34 - 84.37 

SECTION 504 and POST^SECONDARY EDUCATION 

All ^s': St -secondary education programs and activities - including colleges and post- 
:;ei.': nJav'i '\^cationa2 education programs and activities - are covered by SECTIOh' 504, 

REQUIREMENTS: 

All 2 ^aipients of HEv^ S.unds which operate colleges and other post-secondary education 
DTJ-qrams and activities are prohibited from discriminating against handicapped persons 
:n : 

. A'l.viss ions 

. Adni^s ions tests (Admissions tests must be administered "so as best to ensure that 
...the test results accurately reflecv the applicant's aptitude or achievement 
i ovol . . . " j 

. ' rtj-admission inquiries about iipplicant' s handicap - except to implement policies 

oi Affirmative Action 
. A.j^idor ic Fvograms 
. heso<\TC^t r rag rams 
. Coursfi Examinations 
. Ocrupational Training Pzograws 
. Hoalth Programs 
. Counseling Programs 
. Insurcxnce Programs 
, Financial Assistance Programs 
, Ph'^slcal Education Programs 
. Athletic Programs 
. Rocreatior Programs 
. Transportation Programs 
. Extracurricular Activities 
. Studtjnt Employment and placement services 

. Social and Fraternal Organizations which receive assistance from the recipient 
. Housing - • • . 

. Other Programs and Activities receiving federal funds 

(S 84.41-50) 

ALSO PROHIBITED: 

. Pules that _ limit participation of handicapped students in educational program 

and/or activity 
. De^nial of auxiliary aids such as: 

- taped texts and tape recorders 

- guide ^dogs 

- interpreters 

- library readers 

- special classroom equipment for manually impaired 

C^S 84-43-50) 

ACCESSIBILITY ^ 

Kit p^ovldoAA oi education pKognam KdcoAvlnQ H.E.W. iundJb oJit nzqiiiAtd to mka 
'%ZiUonablz accormodcuUon'' to mafee pKognam, ^eAvlco^, and lacltitiu acco^^lblt 
to thz handicapped. 



SECTION 504 and EMPLOYMENT OF HANDICAPPED INDIVIDUALS 



Discrimination in employment against qualified handicapped individuals is prohibited 
by SECTION 504, which states: "No qualified handicapped person shall, on the basis of 
handicap, be subjected to discrimination in employment under any program or activity 
to which this part applies". (S 84.11) 

H.E.W. recipients - including programs receiving funds under P.L. 94-142 (Education 
for All Handicapped Children Act) are required to take Affirmative Action to employ 
and advance qualified handicapped persons. 

DISCRIMINATION IS PROHIBITED IN: 

. Recruitment . Fringe benefits 

. Advertising . Layoff & return from layoff 

. Processing of applications . Rate of pay or other compensation 

. Hiring, termination, and rehiring . Job assignment and job classification 

. Upgrading, promotion and demotion . Organizational structure and position 

. Tenure and seniority description 

- Transfer . Line of progression 

. Departure and return fran leave of absence and sick leave 

. Selection and financial support for training including: 

- Apprenticeship 

- professional meetings 

- conferences 

- leave of absence to pursue training' 

- other related activities 



. Employer spdnsored activities including: 



- social programs 

- recreational programs 

- other terms, conditions and privileges 

(S 84.11) 



Employers are required to make "REASONABLE ACCOMMODATION to the known physical or 
mental limitations of a handicapped applicant or employee" unless they can demon- 
strate that this would impose an undue hardship. (S 84.12) 



EMPLOYERS ARE REQUIRED TO: 



. Make facilities accessible to handicapped persons 
• Acquire or modify or redesign equipment or devices 
. Restructure jobs 

. Provide part-time or modified work schedules 

. Refrain from using tests or criteria which have disproportionate, adverse effect 
on employment opportunities of handicapped persons 

(S 84.12) 

PENALTIES FOR NON-COMPLIANCE WITH SECTION 504 ARE: 

"6u^pzn6>ion ok toAmincution ok K^iuaZ to qnant ok to contimz fzdtnjoJi Kt^^i/^t- 
ance ok by any othoA mean6 authoKiztd by Icua)**. (S 80.8] 
hlON'COMPLJANCE COMPLAmS SHOULV BE FUEP: 

. In iMAXing mXkin 180 day6 o ^. 

. To HEW Htgloml CLviZ ZightA OiUcz 
In Ckicagot HEW REGIONAL CIl/U HJGHTS OFFICE 
300 South WacfeeA P/uue, 29th itooK 
CkLcago, JZtinol& 60606 

{312) 353-1781 
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You Ha¥e New Rights — Use Them! 



At the beginning of this school year, some ex- 
tremely important things happened which have 
strengthened the rights of handicapped children-~and 
their parents. 

• Final federal regulations were issued, spelling out 
clearly how The Education for All Handicapped 
Children Act (Public Law 94-142) will actually 
vyork. The regulations were published in August 
and went into effect October 1 . They reinforce our 
national commitment to a free, appropriate edu- 
cation for every handicapped child, including the 
most severely disabled. And they set up detailed 
procedures for achieving that goal. 

• Earlier in the year, in April, the fec^eral govern- 
ment took action to enforce the rights of all 
handicapped people by setting down strong regu- 
lations for Section 504 of the Rehabilitation Act of 
1973. These regulations assure equal opportuni- 
ties for the handicapped in every facet of com- 
munity life; in the area of education, they make 
clear that no handicapped child may be excluded 
from publicly supported schooling: that schools 
(including post-secondary and vocational 
schools) must be accessible to all; that education 
must meet individual needs. If a school system 
persists in denying the rights of the handicapped, 
it faces the possibility of loss of federal funding. 
(Section 504 prohibits discrimination against 
handicapped individuals of all ages by any 
agency or organization receiving federal funds.) , 

Both of these government actions have a direct 
impact on the lives of handicapped people— an impact 
which is only beginning to t>e felt. Both laws, strong 
^■k far-reaching as originally written, now have the 
^Phional force of specific rules for implementation. 
There are, some advocates point out, certain ways in 
which these regulations could have been made even 
stronger in protecting the rights of the handicapped. 

*tand, they provide new and effective 
Ei\LC for bringing handicapped people into the 
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No law is a panacea, and no law can automatically 
relieve parents and handicapped young people of 
their frustrations with systems that have only recently 
begun to include them. The important fact to re- 
member is that opportunities are now available to 
parents that never existed before. In most cases, it's 
still going to take hard, persistent work— to make sure 
that handicapped kids get the education they need. 
But new opportunities are there— and parents must 
know how to seize them. 

The recognition of the role, and the rights, of par- 
ents of handicapped children is one of the most 
significant changes in public policy brought about by 
Public Law 94-142. There is no longer any legitimate 
debate about whether parents should participate in 
planning and monitoring their child's educational pro- 
gram. Every step along the way— from the time a 
child's special need is first suspected— a parent'^ right 
to take action is now protected by law. 

We've put this special issue of our newsletter to- 
gether not to describe each specific regulation of P.L. 
94-142, but to help parents use these new legal tools 
—and sharpen their own skills in fighting for equal 
opportunities for their children. 

We receive letters from parents every day about 
school programs that are inadequate— or worse. The 
parents of a ten-year-old daughter born with Down's 
Syndrome write that she was in kindergarten for two 
years and a "baby-sitting" first grade for the next three 

(continued on next page) 



f^fS^ieem, at last. 



You may think we've forgotten you. We ha- 
ven't. You are still on our mailing list. The fact is 
that the high cost of printing and distribution has 
made it necessary for us to combine our issu- 
es-^antf publish only twice each year. So, please 
be patient. We care about communicating with 
you, and you'll continue to hear from us . . . just a 
little less often. 



New Rights— U»e Them! t continued } 

because the principal had said "she can't learn any- 
thing." A mother writes that she has battled unsuc- 
cessfully for thirteen years to get her child, who is 
diagnosed as having learning disabilities, out of a 
school "dumping ground." And the father of a teen- 
aged boy writes in agony about years of failure. He asks 
urgently for some help in finding vocational education 
so that his son won't drown in his own defeat. 

These parents now have the right to demand that 
their schools do something at once about such situa- 
tions. Programs must be reviewed, must take into 
account each child's individual needs, and must con- 
tain specific, appropriate services. Individualized edu- 
cation programs (referred to as lEPs) must be drawn 
up for every handicapped child— and must be 
changed as children change. 

By law. these programs must be designed by teams 
including the child's teacher, a school administrator 
and— you, the parent. You belong at that conference 
table. Your voice in decisions about what happens to 
your child in school is essential. Your instinct and 
knowledge about your child are invaluable— and be- 
sides, you are the one who has the prime responsibil- 
ity for your child's welfare, not just today, but in the 
years to come. 

This team approach is a new scenario for most 
people— both parents and professionals. We're all 
going to have to learn a great deal more about work- 
ing together. There are many school professionals 
who welcome the idea of conferring with parents as 
equals, and see the benefits that flow from that rela- 
tionship. There are others who do not welcome the 
idea at all, and give it lip service at best. Schools have 
always been their turf, and some of them tend to feel 
defensive about meetings with parents, as if they were 
under anack. Often, they see parents as over- 
demanding and pushy, or apathetic and uncoopera- 
tive, not realizing that parents frequently are reacting 
to years of being shoved out of school offices. Many 
parents, on the other hand, feel shaky about contacts 
with the school, as if they didn't know enough to hold 
their own. Others may have become so angry and 
overbearing that they trigger hostile reactions without 
even realizing it. New habits of thinking and behaving 
are needed— not only to make meaningful planning 
possible, but also to open up lines of communica- 
tion—so that problems can be dealt with as they come 
up. 

This is a changing school scene, requiring more 
candor and open discussion, more willingness to face 
up to our own limitations, to recognize our Own biases 
and see the value of pooling our thoughts and ener- 
gies. What's wrong, for instance, with administrators 
•cnf r^S openly to parents that they must have more 



trained teachers and special equipment in order to 
serve handicapped children adequately— and then 
going together to the school board or state legislature, 
to speak up for more funding to create better pro- 
grams? 

It doesn't always work that way. Resistance to 
change is a reality. There are difficult problems, tragic 
problems that parents have had to live with for years. 
And although the law sets up machinery for solving 
problems through persuasion and understanding, 
meetings and discussions can break down. To take 
care of deadlocked situations, a system for settling 
disputes through impartial hearings is written into 
the law. This system for protest and appeal is going to 
require a lot of new learning, too. It can be cumber- 
some, draining and deeply frustrating. 

Unquestionably, parents need help in learning the 
ropes. Training for parents— not just for teachers 
—could make things work a lot more smoothly for 
everyone. Advocacy organizations are taking on this 
assignment, and courses are springing up in how to 
get school services under new laws. It's a good idea; in 
factr it should be a priority for every parent group. 
Some parent groups are beginning to set up programs 
for sensitizing school professionals, administrators 
and school board members, too. to the kinds of 
problems that families of handicapped children must 
cope with. Efforts like these can change old styles, aii 
old grievances and possibly even bury them ... so 
that we can get on with a new, fruitful collaboration 
between parents and professionals. 

Parents are in the decision-making act now, where 
they belong. It may take some practice— but you can 
do it! In fact, this is really what hundreds of brave and 
forceful parents have been doing for years, as they've 
fought to get their kids out of inferior classrooms, 
insisted that children who were failing get special 
teaching, gone doggedly to meeting after meeting to 
convince schools to accept children who were'con- 
sidered "ineducable." 

There's a difference now. A big difference. Now 
parents have the law On their side. If you and your 
child have been turned away from school, told "we 
don't take children like that" or given an exhausting 
run-around when you tried to get necessiary services, 
this is the time to try again. (And please get the help of 
an exp>erienced parent or other advocate if you possi- 
bly cani) 

In the pages that follow, we've tried to be as specific 
as possible about some of the basic do's and don'ts of 
parent participation. We hope you'll find these useful. 
Don't forget . . . the rights of parents are there to 
protect the rights of children. Learn them . . . and use 
them! 
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DUE PROCESS 



IN A NUTSHELL 



Throughout this guide, we've indicated times when 
due process enters the picture. Here's a quick review to 
keep in mind the main steps involved in due process. 
Each of these steps reinforces your right to stay on top 
of decisions about your child. 

1 . You must receive notice In writing before the 
school system takes (or .recommends) any 
action that may change your child's school 
program. Ndtice in writing is also required if a 
school refuses to take action to change your 
child's program. 

2. You have the right to give— or withhold— per- 
mission for your child to be: tested to deter- 
mine whether or not he requires special educa- 
tion services (identification); evaluated by 
specialists to determine what his educational 
needs are (evaluation); placed in a specific 
school program to meet his needs (place- 
ment). 

3. You have the right to see and examine all 
school records related to the identification, 
evaluation and placement of your child. If you 
find that certain records are inaccurate or 
misleading, you have the right to ask that they 
be removed from your child's file. Once re- 
moved, they may not be used in planning for 
your child's placement. 

4. If you do not agree with the school's course of 
action at any point along the way, you have the 
right to request an impartial due process hear- 
ing. This means that you can initiate a hearing 
to protest any decision related to identifica- 
tion, evaluation or placement of your child. 

5. If you fail to win your case, you have the right to 
appeal the results of the due process hearing 
to the State Department of Education; and you 
can appeal to the courts if you lose your case at 
the state level. 

Calling for a due process hearing is your ripht, but 
remember that it can be an exhausting process. Before 
going this route, be sure you have tried to settle 
differences through every other means— by being as 
persuasive as possible in meetings with teachers, the 
principal, special education administrators. If you 
know that you're up against a brick wall, and you're 

•that a due process hearing must be held to resolve 
licting points of view, then you must prepare your 
^ase as thoroughly as possible. Be sure to get help 
from an advocacy group or a lawyer who is familiar with 
j»ducation law and procedures in your state, or an 
^ need parent. (According to law, the school 
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system must tell you about sources of free or low-cost 
legal aid. Ask for this information.) 

Know your rights at a hearing: 

• The hearing officer must be impartial, may 
not be employed by the school district or 
involved in the education of your child. 

• You have the right to legal counsel (which 
includes the advice and support of any advo- 
cate, not necessarily a lawyer); to examine 
witnesses; present evidence; ask questions 
of school spokespeople; obtain a record of 

^JhG hearing and all of its findings. 

NOTE: Write directly to the superintendent of schools 
in your district to request a hearing. Hearings 
^ must be held not later than 45 days after re- 
quested. State Departments of Education must 
review appeals within 30 days. 



HOW CAN CLOSER LOOK HELP YOU 
^ WITH ALL OF THIS? 

We realize we're giving you lots qf advice 
and that ybu may need someone to help make 
things happen. That's what we're here for— to 
help you locate people in ypur own area who can 
give that extra push. So, please write to us, and 
we'll do our best to boost your efforts. (When you 
write, it will help to tell us your child's age— and 
handicapping condition, ijT he has been diag- 
nosed.) We'll put together as much information as 
we can to help you out. 

If you're looking for an advocate to accompany 
you to a school meeting on your child's Individu- 
alized Education Program (or if you want to talk 
with other parents who have some know-how), it 
will help to contact a parent group in your com- 
munity. We can give you names of organizations 
whose members are well-informed about federal 
and state laws, and the steps to follow all the way 
from testing to due process hearings. 

If you want to read more about your child's 
disability, we can provide lists of books writteTfby 
parents who have lived through the same trials 
you're facing. We will also be glad to tell you about 
other reading you can do about rights. 

If you are uncertain about the meaning of 
psychological and educational testing we can 
give you a free booklet which can help you under- 
stand the purpose and shortcomings of the more 
well-known tesU. (This booklet might also be 
helpful to your child's teacher.) 

In short, we're here to help you within the limits 
of our resources. Let's hear from youl 
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Planning Your Child's Education: You Belong on the Team! 

Do's and Don'ts for Parents 



. Laws can seem terribly formidable. It's hard to feel 
that they really apply to one's own son or daughter. 
When it comes to figuring out what they mean, our 
tendency is to leave it all to the "experts." 

But we can't. Laws belong to us. You don't have to be 
a Idwyer to understand a law— or to use ^t to change 
your life and your child's life. 

The following Do's and Don'fscan help you use 
specific parts of The Education for All Handicapped 
Children Act which give parents new rights. Each of 
those parts relates to the ultimate goal of the law: to 
provide free and appropriate education services for 
every handicapped child. Each part interconnects with 
the others like pieces in a puzzle. These important 
pieces— /esf/ng and evaluation, individualized educa- 
tion programs (lEPs) and due process— need you. the 
parent, to be sure they fit together . . . and work. 

None of these procedures is going to work per- 
fectly. There are bugs in every system, and loopholes. 
Getting appropriate services is still going to be hard 
work. We hope these pointers will strengthen your 
hand. Not every one will apply to you; find what fits 
your situation, and make use of it. Good luck! 

IF YOUR CHILD HAS SPECIAL NEEDS, 
TELL THE SCHOOL ABOUT IT! 

DO . . Get in tou^ch with your local superintendent of 
schools without delay if your child h^s a handicap and 
i3 not in school. Your school system is obligated to find 
all children with disabilities. According to law, no child 
may be excluded from school because of a handicap, 
Ask that your child be given an evaluation to find out 
what kind of program he should have. 

The school must take a careful and thorough look at 
any child who may need special services— by providing 
a comprehensive evaluation. Once a child is found 
eligible for special education, the school must i^range 
to provide appropriate services; a meeting to prepare 
an individualized education program must be held 
within 30 days. 

Don't forget: all this applies not only to young 
children, but also to high school age youth with 
physical, mental and emotional disabilities. They are 
too often a forgotten population! 

DO . . . Find out about preschool services for handi- 
capped children. A great many state laws now call for 
special programs starting at age three, at least for 
certain specific disabilities. The principal of your local 
school (or the district superintendent) can tell you 
more about available programs. P L. 94*142 provides 
incentives for education of children with handicaps 
n ages 3 and 5, and programs are growing. 
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DO . . . Make every effort to work with your child's 
classroom teacher if your child is already in school, 
but is having problems. There may be some discover- 
ies you and the teacher can make together— things 
that can be done right now, during school hours or 
after, that can help your child. It will take thought, 
insight, willingness to try out suggested new activities 
that can add up to a brighter outlook for your youngs- 
ter. Some preliminary screening may be done, too. to 
see if more specialized help is needed at the present 
time. If problems persist, don't let things slide. If you 
suspect that your child does have a disability do go 
ahead with procedures for getting an evaluation. (Your 
child's teacher, counselor or principal may carry the 
ball on this. If not. act on your own.) 

DO. . .Remember that you can ask for a re-evaluation 
even if your child is already placed in a special educa- 
tion program. This is especially important if you feel 
the placement was based on old, inaccurate or incom- 
plete tests— or if you are dissatisfied with the program. 
Also, it is important to keep track of a child's needs to 
make sure that his program continues vo be really 
appropriate, to see if he is ready for a change, or 
whether his program can be improved. 

DO . . . Put your request for an evaluation in writ- 
/ng— to the principal of your school or the superin- 
tendent. Keep copies of the correspondence. If vital 
information is discussed on the phone, write a letter 
confirming the gist of the conversation. Don't trust 
important matters (like the date, time and place of an 
evaluation, or what profes^onals are in charge of 
testing your child) to memory. 

Due Process comes in here. You must receive a written 
notice from your school system asking your permis- 
sion to test your child (even if you have requested the 
evaluation). An explanation of all your rights should be 
included, including your right to inspect and review all 
relevant school records about your child. 

You must also get a notice in writing if the school 
turns down your request for evaluation, explaining 
why. If you can't get an explanation that satisfies you, 
and you wish to protest this decison, you can request a 
due process hearing at this point. 

DO . . . Keep your own rights file! Use it to document 
any steps you take to find appropriate education and 
related services for your child— from the '^suspicion of 
need" stage on up. The file should include: diagnostic 
test results and other professional reports, your owr 
notations of attempts by you or yoCir child's teacher to 
solve problems, reports from teachers about your 
child, copies of letters to and from school officials. 
Keep copies of state and federal laws and procedures 




for education of handicapped children and other rele- 
vant information You'll need all this— to keep track of 
your child's progress, and to stand up for his rights if 
the school fails to provide an adequate program. 



WHAT SHOULD YOU KNOW ABOUT 
TESTING AND EVALUATION? 

DO Be sure that the evaluation of your child is 
complete that it does not consist only of a single 
test aimed at pinning an IQ score or any other label on 
him but IS a well-rounded stock-taking by a team of 
specialists that tells how your child is doing in all areas 
of his intellectual, physical and emotional devel- 
opment This IS the only way an appropriate education 
program can be provided Information may 
be gathered in different ways ... by talking to people 
who know your child (including doctors or other 
professionals), by conferring with classroom teachers, 
by meeting with you, by observing your child and 
giving him some tests 

DO Make sure your child has a complete physical 
examination This is a must. A child who is thought to 
be retarded may actually have a visual impairment that 
has never been discovered. Other difficulties may be 
caused by hidden physical conditions. 

DO Remember— calling a child handicapped by 
this or that condition does not tell us about his 
otential. how he learns best, what he can do. 

OO Talk about your own observations of your 
child's behavior, strengths and weaknesses to 
members of the evaluation team— to a guidance coun- 
selor, or social worker or school nurse. People who do 
the evaluating must know how a child acts and reacts 
with different people, in different settings, at different 
times . . . in school, on the playground, in his own 
neighborhood. Your first-hand, round-the-clock 
knowledge of your child is important information, and 
should be part of the assessment of your child's 
needs. 

DO . . Ask what tests will be given to your child, and 
why. When you sign your name giving permission to 
have your child tested, make your signature count. 
Find out what information these tests willyield that can 
help you and the school know how your child learns, 
what skills should be strengthened or developed, what 
problems he has to deal with, what special help he 
needs. Inform yourself as fully as possible about what 
these tests are expected to do— before giving your 
consent to have your child tested. (Tests may be a big 
mystery area for you, as they are for most people. How 
about making a study of testing and evaluation through 
your local parent group or PTA?) 

0 . Be sure that testing does not discriminate in 
any way. If a child speaks Spanish, or any language 
other than English, tests must be given in the language 
he knows best. Children who have grown up in minority 
cultures should not be judged by answers to questions 



about a world that is totally strange to them Children 
who are deaf must have interpreters; all testing must 
take the natureof handicapsintoconsideration, so that 
the picture of a child's ability is a truly fair one. 

DO . . . Insist that the results of testing and evaluation 
be explained to you in clear, jargon-free terms, and 
that you have copies for your own file 

Due process comes in here. If you do not feel thai the 
school's evaluation is fair or accurate, you are permit- 
ted by law to get an independent evaluation from 
other professionals. But— you may end up paying for 
it. The school system can ask for a due process 
hearing when its evaluation is challenged, to decide 
whether or not an outside evaluation is necessary. If 
the ruling is in the school's favor, the school does not 
have to pay. If you do get an independent evaluation 
(whether or not the school pays for it) it must be 
considered in decisions about placing your child 
--and it may be used as evidence in a due process 
hearing. 

Testing will not necessarily mean that your child will 
be found eligible for special education. If you feel that 
the school's decision is wrong on this score, you can 
request a due process hearing at thi$ point. 

GET READY FOR MEETINGS TO 
DECIDE WHATS BEST FOR YOUR CHILD 

DO ... Be sure to attend all meetings held to plan or 
check into your child's individualized education pro- 
gram (lEP). The law states clearly that an lEP team 
must include one or both parents, the child's teacher 
and a representative of the school system (Some- 
times, one or more other specialists may be there, too 
If this is the first time your child will get special 
services, someone who was involved in testing your 
child must be present.) Schools are expected to make 
every effort to get in touch with parents to make sure 
that they come to lEP meetings— and to arrange times 
that they can come. 

lEPs must be prepared for every child who is 
eligible for special education. If no individualized 
education program has been drawn up for your child, 
check into it. This programming is the key to getting 
appropriate services.^ 

DO . . . Prepare as well as you can for the school 
meeting that will design your child's educational 
program. Have yourchild's file ready, with information 
easily available on all testing and evaluation that has 
been done— by the school, or privately. Use your right 
to go through school records to be sure they are 
accurate and up-to-date. This meeting must be based 
on a recent and comprehensive evaluation, so check 
to be absolutely sure this has happened. 

DO . . . Bring along a helper to the lEP meeting, if you 
will feel more comfortable or secure. More and more 
people are getting special training to act as advocates 

(continued on next page) 
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Do* and Don Is co'^t-nued) 

for parents in these new and unfamiliar circumstan- 
ces. Your helper can rehearse with you ahead of time, 
explain what will go on and how decisions about the 
lEP will be reache^. Ask members of your local parent 
organization if they are aware of this kind of help. If 
you can't find someone trained as an advocate, try to 
get assistance from anotfier parent who has been 
through it. Experience is a qreat teacher, and you can 
benefit from it. 

DO Be as clear as possible in your own mind about 
what kind of things you believe your child is ready to 
learn Talk these over with professionals you trust, 
and rely on your own knowledge of your child, too. 
Make a checklist of keyJtems. Does your son need to 
learn to sit sttll and listen, instead af interrupting 
constantly or making inappropriate comments? Does 
your daughter need to learn how to speak distinctly? 
Does she need help with self-care skills? Is your teen- 
ager getting pre-vocattonal or job-skill training? 

DO .Be able to back up your requests for special 
kinds of help with diagnostic reports, observations 
and other information from professionals who know 
your child, If you wish, you may ask to have profes- 
sionals accompany you to support your point of view. 
This is your right according to law. 

DO . . Remember-^diagnostic reports, important as 
they are. are not infallible. They don't say all there is lo 
be feaid about a child. Your most important job is to 
make sure that the others at the conference never 
forget that you're talking about a real child— not 
scores attained on a series of psychological tests. 
Bring up all the real-life information you feel is rele- 
vant to a discussion about your son or daughter's 
educational needs. In the past, there was far too much 
tendency to rely on reports and records, not to look at 
the child himself. This is your chance to push for this 
change in perspective. 

DO . . Be wary of any suggestion to place your child 
(or leave him) in a classroom that has a label. The old 
approach was to give children "trainable retarded 
education" or "blind education" or "physically handi- 
capped education" which more often than not meant 
inferior education, or none at all. That's what the new 
law is supposed to stop. The program your child gets 
should be built on services that relate to strengths and 
abilities, special problems and learning needs ... not 
to his category of disability. If you don't agree that 
this is what the program does, speak up for your point 
of view— and mak^^re that changes are made. 

DO . . . Try to understand the issue of "mainstream; 
ing" as fuUy as possible. The law is based on the right 
of handicapped children to be part of the world, to 
learn, work and play alongside their non-handicapped 
schoolmates. The law's words for it are: educating 
children in the "least restrictive environment." Some- 
body coined the word "mainstreaming" to describe 
this view and the term stuck. Whatever words you use, 
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it makes a big difference in the image that children 
have of themselves, their confidence and their ability 
to get along as accepted members of society. This 
doesn't mean that every handicapped child belongs in 
a regular class. But he should be given that chance, if 
with sufficient aid and understanding, he can hold his 
own. And if a child spends all day in a separate class 
'because his need for small classes is so great, he 
should be given every possible opportunity to join his 
peers in other school activities. This is an essential 
part of his education. 

DO . « . Take some time to think about how to be 
assertive without "taking over" or antagonizing peo- 
ple. Meetings about a child's school needs are not 
intended to be hostile confrontations; they should 
provide the chance for honest examination of alterna- 
tives. One way to keep it successful is to realize you 
do have an essential role to play as an equal-status 
member of the team— along with educators. Keep 
calm, listen to what the others have to say. and ask 
them to extend the same courtesy to you. Your points 
of view may be new to each other, and you may 
disagree, but you can learn from one another. If 
everyone is truly concerned about giving a child the 
chance he needs to grow and learn, it should be 
possible to iron out disagreements through persua- 
sion and mutual understanding. 

DO . . Make sure that your child is not excluded from 
participating in a regular school program because of 
architectural barriers. This is against the law. Sectio 
504 states very clearly that school facilities must bt 
made accessible and that special adaptations must be 
made so that services are really available to all stu- 
dents. 



STUDY THE FINAL lEP BEFORE GIVING 
YOUR CONSENT— AND INSIST ON 
ESSENTIAL.SERVICES 

DO . . . Have a very complete understanding of the 
tEP-that is produced. A copy of the final lEP should be 
given to you in writing. Make sure that the education 
goals that are agreed on are specific and that they 
accurately reflect decisions that were made at the 
meeting. 

An lEP should not contain general goals, like: 
"Maximize child's potential" but should include clear- 
cut objectives that can be measured. One objective, 
for instance, could be: to be able to identify a specific 
number of words by sight within a certain period of 
time. Long term goals such as reading at a first grade 
level should be included, too— so you know where 
youVe going. 

An lEP should also say how much time a child is t 
spend in the mainstream, either in regular classes oi 
extra-curricular activities. Services to be given should 
be clearly defined. For instance, if speech therapy is in 
the lEP, how often will it ^ake place? What kinds of 
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activities will it include? When will it start? How long 
will it go on? How will progress be charted? If other 
supportive services, such as transportation or hearing 
^ids are needed, this should be in writing, too. 

Check the whole thing carefully—with people who 
can advise you. The better you know and understand 
the lEP, the better you will be able to follow your 
child's progress, monitor the program to see if it is 
effective, and ask for changes or modifications when 
necessary. 

DO . . . Make sure that appropriate vocational educa- 
tion is in your son or daughter's lEP. This has been a 
terribly neglected area; insist that work-skill training, 
on-the-job experience and other skills related to inde- 
pendent living are built into the school program pro- 
vided for your teenager— as needed. There may not 
even I be a vocational education program for handi- 
capped students in your school system. (You may 
have to work hard with administrators and teachers to 
get one started. But speaking up about thd need, 
making sure it's in the lEP, is a first step.) 

DO ... Be firm about things you consider important. 
Although you don't want to be so rigid that no possible 
plan could ever get off the ground, you are the main 
protector of your child's interests. If the proposed 
program segregates your child in a separate classroom 
all day, and you are convinced that he should have the 
^chance to make it in a regular school activity (at least 
irt of the day), stick to your guns. If a specific class- 
jom or school has been recommended, visit it— to see 
if it really meets your child's needs. Art, music, school 
plays, gym, shop are part of the school day for other 
kids. Your handicapped child should be included. This 
will require modifications in the way programs are 
offered— but it can be done! 

Due process comes in here. Parer^ts must give their 
consent to placement of their child. If you feel that an 
essential part of the program is omitted, is harmful to 
your child, or is truly inappropriate, you should make 
your objections known. If the school system is notable 
to provide the kind of educational program your child 
must have, it is responsible, by law, for financing an 
appropriate education in a private facility. This can be a 
difficult bone of contention, and requires detailed 
evidence. In all controversies, you must put together 
documents, reports, letters and other statements (from 
teachers, doctors, and other specialists who know your 
child) to support your view. If possible, meet with the 
school members of the lEP team again to present your 
side, tf you reach a dead end and are unable to con- 
vince school officials to change the program or place- 
ment, then ask for a due process hearing at this point. 
While controversial issues are being decided, children 
ust be permitted to remain in their present school 
ting. 



FOLLOW YOUR CHILD'S PROGRAM AND 
J^AKE SURE IT'S WORKING. 

ERXO Get to know the teacher, once your child it 
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placed. Ask when he or she would like to meet with 
you. Regular conferences are important— to find out 
how your child is doing, to bring up questions you 
have, to discuss any possible new efforts at school or 
at home. A good, trusting relationship between you 
and the teacher can catch a lot of problems before 
they get too big to manage. 

DO . . . Help teachers and other people in school learn 
more about handicaps. You can help overcome 
feelings of fear and pity that come^ from lack of 
experience. Share books and articles. If possible, 
arrange for your child's teacher to visit with your son or 
daughter before school starts (or after school some 
day) so he or she has a chance to get a feeling for your 
child's personal qualities. (The extra boost to their 
relationship will help them both survive later 
problems— if they arise.) Offer to talk to other parents 
in the class— so they in turn can helo their children 
accept and undarstand differences ... and make 
friends. You want your child to become indepen- 
dent—but it won't help him to have to deal with 
unnecessary fear or aggression based on ignorance 

DO . . . Make sure that a formal evaluation of your 
child's program takes place every year ... at the very 
least. If you stay in close touch with the classroom 
teacher (and other specialists who work with your 
child), you'll be able to know if changes should take 
place sooner— and will certainly be able to play a more 
meaningful part in planning next steps. Making sure 
that a program continues to be appropriate requires 
vigilant checking and rechecking . . to see if school 
placement is actually encouraging a child's growth 

DO . . . Listen to your child, respect what he's saying 
You need to know his reaction to schoolwork, to 
teachers, to classmates. He may need help getting 
"toughened up" in the real^ school world. If you are 
worried about how things are going . . . again, talk to 
the teacher, or the school counselor or principal, for 
advice and suggestions. Keep all your lines of 
communication open. 

BUT PLEASE... 

DONT. . let other people plan for you. If, for instance, 
you have reason to think that school people met 
"behind the scenes" to agree on the lEP. effectively 
keeping you out of the act. you have grounds to 
complain loudly. Son)e school administrators have had 
nothing but difficult experiences with parents and they 
freeze at the thought of working with them. (It works 
the other way around, too. You may have had so miiny 
frustrating or intimidating experiences that you don't 
want to try again. Please do.) You and the school can 
work together. Don't let the potential for a new creative 
process die by default. 

DONT . . . settle for poor or inadequate services. If 
you find that your child's problems are ignored, that 
special resource teachers or educational materials 
don't exist, that your child is deprived of assistance he 

(continued on nent page} 



Do't wmd DonTi (continued) 

riMds to adjust to a mainitreamtd classroom in which 
he has been placed . . . take action. Demand changes 
in keeping with the promise of an appropriate program. 

Due process comes in here. If yout efforts to work 
with your child's teacher, principel or school edminis- 
tretors fail, you have a/ight to request a due process 
hearing at this point in order to protest your child's 
placement, 

DONT . . . let yourself feel put down at the meetings 
held to discuss, plan orevaluato your child's program. 
U may sound scary at first, but it really doesn't have to 
be. When professionals use language you don't 
understand, feel free to ask for explanations. Remem- 
ber that you are all there Jor the same purpose: 
to work out what's best f or yQuj^ chilli. . ; to pinpoint his 
needs and to make decisionii on what resources, 
services and special programs he needs in order to 
learn. You can make a valuable contribution by raising 
questions when ideas and recommendations don't 
seem to make sense. 

DONT . . . forget that, no matter how important every 
educational aiervice provided to your child may be, he 
is a young, responsive, growing individual, with human 
needs to laugh, play, make friends—not a composite 



Th« wofk pr«MnM horain wad p«rf6rm«d pursuant to con- 
tract OEC*1-74-BH-02 wfth tha Buraau of Education for tha 
Handlcappad. U.S. Offlca of Education. 

Points of viaw or opinion stalad harain do not nacaaaarlly 
rapraaant official opinion, poaition or poiicy of tha Buraau. 



of diagnosed needs. The brightnes3 of social success 
means as much as academic progress (sometimes, it 
can mean even more). This side of life can be 
overlooked in conscientious efforts to improvf» 
learning skills. Your handicapped child is 
person— and the purpose of all these efforts is to help 
him use his own strengths to become the most fulfilled 
person he can be. That's why it's so important to give 
each kid as much chance as possible to join the 
mainstream and to be part of the fun activities of 
school. 

DONT ... try to do this all alone. Join with other 
parents in an organization for handicapped indi- 
viduals, or the PTA, to learn all you can about new 
federal and state laws, the way your own school system 
works, how to stick up for your rights. There's so much 
to do! You're not the only one who needs help. Find 
your allies— and work together. If teaching programs 
for handicapped children are below standard, and 
none of your efforts to bring about improvement have 
worked, you will t>e far more effective if you become 
part of an organized group. You can add strength to a 
broader effort to implement and. strengthen existing 
laws, to push for increased funding by statu legisla- 
tures, to awaken the rest of the community to the 
rights of handicapped children. 
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YOUR CHILD'S SCHOOL RECORDS 



When children are enrolled In school, a large number of records are developed 
on such items as their academic performance and program, health needs, and 
discipline. These records can help you to determine whether your child needs 
special education services. If they contain outdated or Inaccurate Informa- 
tlo/i. It can result In your child receiving Inappropriate services - or no 
services at all. For these reasons, you Should familiarize yourself with the 
contents of your child's file. 

School officials are also required to notify you about your rights concerning 
your child's school records. Your child's school is required to establish 
written procedures to carry out these rights. 

Your right to Inspect your child's records and your right to confidentiality 
as to their contents are guaranteed under: 

. The Illinois School Student Records Act (Article 50, THE SCHOOL CODE OF ILLINOIS) 
. The U.S. Family Educational Rights and Privacy Act of 1974 
. P. L. 94-142 The Education for All Handicapped Children Act 
. Section 504 of the Rehabilitation Act of 1973 

YOU HAVE THE RIGHT TO ; 

. Examine all information contained in your child's school records. This includes: 
- reports and other information sent to your child's school by hospitals, clinics, 

private doctors and other professionals 
^ all other information maintained by the school concerning your' child (This does 

not Include personal notes of school staff persons, as long as the note is not 

shared with other persons) 
. Receive an explanation of the contents by a qualified professional 
. Challenge the contents of the record (excluding grades) asking for correction or 

deletion of Inaccurate, misleading or inappropriate data, or insert into the record 

a written explanation of your own about the contents 
. Confidentiality of the contents of the records 
. Obtain copies of your child's records 

. Deslgnato, in writing, persons who may have access to your child's school records 

. Have yoer request to examine the records granted within 15 days 

. Be notified annually of: the types of records maintained by the district, the 

names of persons who are responsible for these records, the locatxon of the records 
retention and destruction schedules, persons having access to the records without 
your consent, that information designated "directory information" and your rights 
under the law and procedures for exercising these rights 

NO INFO^TION CONTAINED IN YOUR CHILD"S RECORDS CAN BE RELEASED WITHOUT YOUR 
WRITTEN PERMISSION EXCEPT ; 

. To a parent of the student, your designated representative, or a person having 
your specific, dated, written consent 
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. To the official records custodian of another school, within or outside of Illinois 
In which the student has enrolled or Intends to enroll, upon the request of the 
student or school records custodian. 

. For research purposes or statistical reporting or planning, with the consent of 
the State Superintendent of Education and provided no parent or student can be 
Identified from the Information released. 

. Pursuant to a court order, you must be given prompt, written notice of the terms 
of the order, the Information to be released, and the opportunity to Inspect, 
copy, and challenge rhls Information 

. In an emergency where knowledge of such Information Is necessary to protect the 
health or safety of the student or other persons. 

. As specifically required by state or federal law. 

.. Information classified as "directory Information". 

THE ABOVE RIGHTS APPLY TO ; 

• Public schools 
. State Institutions 

. Handicapped students who have been placed In a nonpublic special education facility 
under the provision of Section 14-7.02 of The School Code of Illinois 

You can still have access to your child's records or challenge their contents even If 
your child Is no longer In attendance at the school or Institution. 

WHEN YOUR CHILD REACHES THE AGE OF 16, MARRIES, ENTERS THE MILITARY, OR ENROLLS IN A 
POST-SECONDARY EDUCATION PROGRAM, HE/SHE ASSUMES THE RIGHTS HIS/HER PARENTS FOPIIERLY 
HAD. He/she then has the right to the access and release of school records; and the 
parents no longer have this right except by written permission of the child. 

YOU SHOULD REVIEW YOUR CHILD'S SCHOOL RECORDS ANNUALLY: 
. Before he/she transfers to another school 
. Before participating In a special education conference 

. Before participating In a special education impartial due process hearing 
PROCEDURES 

Contact your child's school principal and request to see all of your child's school 
records. Illinois law requires that the records be made available to you within 15 
school days of your request. 

IF ANY OF THE ABOVE RIGHTS ARE DENIED YOU... You have the right to: 

. File a complaint with your Regional Superintendent (SESR) and then the Office of Student 
Affairs, Illinois State Board of Education, 100 N. First St., Springfield, 111. 62777. 
. Initiate a Due Process Hearing. (217) 782-95A6 

. Initiate Action for Injunctive relief or an action for damages In the Circuit Court 

of the County in which the violation took place or In the county In which the school 

Is located* 

• File a written complaint with; The Family Educational Rights and Privacy Act Office 

Dept. of Health, Education, and Welfare 
330 Independence Avenue, S.W. , Washington, DC 20201 
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A.ContMtofth«IEP 

What is the content of the individualized education 
program (lEP)? 

According to Section 121a.346of Title 45, Public 
Welfare, the lEP must include: 

1 . A statement of the child's present levels of 
educational perfomnance; 

2. A statement of annual goals, including short-term 
instructional objectives; 

3. A statement of the specific special education and 
related services to be provided to the child, and the 
extent to which the child will be able to participate in 
regular educational prog/ams; 

4. The projected dates for initiation of services and the 
anticipated duration of the services; and 

5. Appropriate objective criteria and evaluation 
procedures and schedules for determining, on at 
least an annual basis, whether the short-term 
instructional objectives are being achieved. 

1. AStat9mentofth9Chlld*9PfwntLe¥el9 0f 
Educational Performance 

The level of educational performance on the initial lEP 
should be based on data derived from the 
multi-factored evaluation. Subsequent lEP revisions 
should use the most current data to describe the 
present levels of educational performance. 

aThe type of data included in the statement of the 
child's present levels of educational performance 
should reflect those areas for which special education 
intervention is being considered. The following 
represents areas of functioning v Inch are commonly 
evaluated when considering special education 
placement; academic achievement levels, 
communication skills, prevocational and vocational 
skills, daily living skills, social and emotional 
adjustment. The type and number of areas may vary 
for each child. 

2. A Siatement Of Annual Goal; Including 
Short-Term In9tructlonal0blectl¥e9 

How is an annual goal defined? 

Ohio StarKiards for Special Education (3301-51*18: 
A.b. [ii] [a]) define annual goal as: 

... a statement of the expected behavior to be 
achieved within a calendar year through the 
implementation of the chiki's indivkJualized education 
program. 

One of the signifk»nt steps in determining the need for 
a special education program for a chikJ is to examine 
the reasons that the chikJ was referred as a suspected 
handicapped chikJ. An examinatkKi of the reasons for 
refen'al should identify areas, either academic, social, 



behavioral, or vocational, that caused a teacher or 
parent to suspect a need for Special education. These 
identified needs should have been utilized in 
determining the evaluation procedures and 
instruments. The results of the evaluation should 
reflect specific instructional needs to assure an 
appropriate educational opportunity for the child. It 
would appear that an annual goal should be developed 
for each of the major needs identified in the evaluation 
and placement procedures. 

How is a shdrt-term instructional objective defined? 

Ohio Standards for Special Education (3301 -51-18: 
A.b. [ii] [b]) define a short-temi instructional objective 
as: 

... an intemiediate step in the accomplishment of the 
stated annual goals. 

For each annual goal, one or more short-term 
instructional objectives must be identified. The number 
of short-term instructional objectives developed 
deperKJs upon the annual goal. 

Specific criteria may be added to each of the objectives 
since the regulations require appropriate objective 
criteria and evaluation procedures and schedules for 
determinir)g, on at least an armual basis, whether the 
short-term instructional objectives are being achieved. 

In summary, the key concepts concerning short-term 
instructional objectives are (a) that they must be 
related to the annual goals since they are the 
intermediate steps and (b) that there must be son>e < 
criteria identified so that the achievement of each of the 
objectives can be determined on at least an annual 
basis. 

The regulations specify only the content of the lEP; 
they do not specify the form or format that must be 
used. As k)ng as the lEP is developed in a meetirtg with 
the appropriate participants, and a complete copy is 
provided to the parent, a checklist could be used as an 
attachment to the lEP form. 

3. A Statoment of the Specific Special Education 
and Rolated Servlcea To Be Prwided to the Child, 
and the Extmtt to which the Child will be Able to 
Participate In Regular Educational Programa 



From: The Least Restrictive Environ- 
ment and the Handicapped Student 
Aids for the Regular Classroom 
Teacher, by Marsha Schubert, Harriet 
Gllck, Deborah Bauer, Wright State 
University Special Education - LRE 
Project, Dayton, OH 454 35. 



. Must the special education personnel write gpals and 
objectives for thoae areas in which the child is 
participating with nonhandlcapped children in the 
regular education program? 

The regulations require that the extent of participation 
in the regular education program be identified as a part 
of the lEP. The regulations further state that annual 
goals and short-term instructional objectives be 
developed for those spec/a/ education and related 
services that are identified in the individualized 
education program. There is no requirement that goals 
and objectives be developed for those areas in which 
the child ic partrcipating with nonhandlcapped in the 
regular education program . 

Physical education services, specifically designed if 
necessary, must b0 made available to every 
handicapped child receiving a free, appropriate public 
education. 

Under Part B, Free Appropriate Public Education 
(FAPE) means special education and related 
services . . . which are provided in conformity with an 
lEP. The timelines for FAPE are the same for both 
Part B and Section 504. Read together, these two 
statutes and their implementing regulations require that 
by September 1 , 1978, each handicapped child must 
be provided all sen/ices necessary to meet his/her 
special education and related needs. 

4. r/i»Proyecfed Dates for /n/f/af/on Of Services and 
the Anticipated Duration of the S#rv/c«t 

Since the lEP is a written statement developed for each 
handicapped child, the anticipated duration of special 
education programs and related services must be 
determined for each cNld. This statement of duration 
shouid represent the best estimate of how long the 
child will require these special education programs and 
related services. It is not meant to be a binding 
statement since it is reviewed at least annually, and 
can be revised at any appropriate time. It could be 
anticipated that some children may need the special 
education program throughout their entire school 
career while others may need it only during the 
elementary school years and still. others may need it for 
only one year, or less. 

5. Appropriate Ot)lectlv Criteria and Evaluation 
Procedurea and Schedulea for Determining, on at 
leaat an Annual Baala, Whether the Short-Term 
Inetructlonal Ot/#cf/v#i are t>elng Achieved 

Is the teacher liable if the student does not achieve the 
objectives as stated in the lER? 

Section 1 21 a.349 of Title 45, Public Welfare, states: 

Each public agency must provide special education 
and related services to a handicapped child in 
accordance with an individualized education program. 



, However, Part B of the ^ct does not require that any 
agency, teacher, or other person be held accountable if 
a child does not achieve the growth projected in the 
annual goals and objectives. 

B. Development of the lEP 

1. Required lEPMeetlnga 

An individualized education program must be in effect 
before special education and related services are 
provided to a child. 

Each public agency shall Initiate and conduct meetings 
to periodically review each child's individualized 
education program and if appropriate revise its 
provisions. A meeting must be held for this purpose at 
least once a year. 

The lEP can be revised at any time, provided 
appropriate notice is given the parents and the meeting 
is conducted with the necessary participants. 
The lEP need not be on file in the classroom; however, 
it must be easily accessible to all personnel delivering 
the special education and related services. 

2. PartldpantalnlEPmetinga 

Who must participate in the development of the 
individualized education program (lEP) ? 

In accordance with Section 121a.344,ofTitle45, 
Public Welfare, the participants in the development of 
the lEP must include: 

(a) General 

The public agency shall insure that each meeting 
includes the following participants: 

1. A representative of the public agency, other than 
the child's teacher, who is qualified to provide, or 
supervise the provision of special education. 

2. The child's teacher. 

3. One or both of the child's parents, subject to 
121a.345. \ 

4. The Child, Where fiCT^ppriataj;^^ 

5. Otiier individuals anh^^toermbn oiJSe parent or 
agency. \ ^ — ^ 

(b) Evaluation pereonnelV^^^ 

For a handicapped child who has been evaluated for 
the first time, the public agency shall insure: 

1 . That a member of the evaluation team participates 
in the meeting; or 

2. That the representative of the public agency, the 
child's teacher, or some other person is present at 
the meeting, who is knowledgable about the 
evaluation procedures used with the child and is 
familiar with the results of the evaluation. 
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Rtne Loccit School ViAt/Uct 



INDIVIDUALIZED EDUCATION PROGRAM 

Student's Name: Ktb^ Hay6 Date of Birth: 6/17/62 

Current Placement: EMR Spzciat Education ClaA6K00m School: RichaAdA High School 



I. Present Levels of Educational Performance: (Areas - social adaptation, emotional maturity, prevocational and 
vocational skills, activities of daily living, academic achievement, cownunication skills and other areas 
identified in multi-factored evaluations), 

a) Adaptive BehavioK - can K^ad a boA 6chzdulz and l6 iamiJUa/L uUXh cJUy 6t/L^eXA, 

b) \/ocjitLonal/occijqfxitional weecfa - l6 obit to oAe nm6papeA ^ok ilnding hzlp-tAkinttd ad^ - JU ablz to tomptttz 
a job apptccation, 

c) Academe functioning - hoA vocabulaHy Itsfzt Of 5,5 - can uj/uXz phfuue^, Incomplzti AeittewceA, 

d) Communication 6fUU^ - PeAcmtagz oi timt 6ound6 pfioduczd accuAotUy: /S/12%, /1/10\, /L/40%, /R/60\ - poA^td 
ACAecji hzoAing to^t - nonmal ofial pz/UphiAaJL txamincutcon. 



Date Anticipated 
Programs initiated Duration 


Re la te d Da te An t i c ipa ted 
Services Xnitiatad Duration 


Extent of Participation 
in Regular Education 


Spe,oial 9/11 /7S High School 


Wonk'6tudy 9/11 /It High School 


Home Room 




Spzzch thwapy 10/11 /It 2 gwtk 


Phy6icat Education 




InduAtxial AaXa 











Participants in lEP Meeting 



III, 



Date 



Signatures 



Title 







nember or Evaluation Team 
Rep. of School District 






Teacher 


mm 




Parent 






Other 
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.IV. Schedule for Evaluation and Periodic Review of Short-term Instructional Objectives 

SzptzmbzK, 1979 [ ^ 

V. Annual Goals and Short-term Instructional Objectives 

Goal Objectives Criteria and Evaluation Procedures 



CoKKZcX pA^oductLon 


1. 


VKodiiCZ coHAZcX S, Z S i 6oand6 thKouqh the 6taqz^ oi 


90% Readinq aloud 


S. 2, i S R 




isolation, ^ifttabtz^^ {jooKd&, phKaAZ6 in a theAapif 




6oun(U. 










2. 


PKodacz con/izct R 6ound thAou<ih thz 6taciZ6 oi li^olcuUon, 








6yttablz^, voo^d&, phAa&t&» 6zntznct& in a thzKapij 








6ttUng. 




The student toctd ' 


1. 


Studznt tucM (/oniXz 6zntznct& ujkiah contain 6abjzct6 


75t ?Kz-po6t testing 


yofuXz compiztz 




and p^zdicatz6 






2. 


Student uictt capctotcze bzQinninci woKd& and pKopVi 








wounA uicCh 75t accuKacy. 






3. 


Studznt MJtt Ode Qut^tion moAk and pzAilod vaith 751 








accu/iacy. 




Studznt iAUjtl tue 


1. 


WiZl oAe a biu 6chzdixlz. 


Rzaching 


citi4 btu 6t46tzm 


2. 


Studejvt voilZ tAaveZ btf 604 between dt&tinaXioyUi wictfi- 


dOitinaXJion Ptxionsnancz tatk 






OLUt qztting lo6t. 




t06t. 












1. 


Stud^y}t Lcitt comptete an in-hchooi intzKvieM) 6ucce^6- 


SOi ChzcktUt 






OA dztoAmimd bif tfie inteAviem^. 




vx,e<aiw5 ioK a job. 


2. 


Comptztz appticLation and ijitzfivim at 8ES. 






3. 


Comptztz intz^viejuo uuMi zmptot^ZK 6ucct66iuZtt^ 04 








dzte/iminzd bi4 intoAview, 





lEF Reaouroe Booklet. OoIviiIjus, Ohio: Ohio Department of Educatlun, 
Division of ap&aial Edicatlon 1979 
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LETS MAKE WAVES 

407 S. DEARBORN STREET • Room e80 • CHICAGO, I L 60006 . (312) 030-3613 

This fact sheet may be reprinted without permission If credit Is given to the 
the Coordinating Council for Handicapped Children on the title page. For addi- 
tional single copies, send a self-addressed stamped envelope to CCHC. 

How To Be Assertive At Your Child's lEP 

M, my child* 6 lEP mzzting, I ijou handed an IE? Mhiah tM6 aVioxidu aJU 
uyuXtejft up and I uxi6 told to 6lgn it/* 

YOU HAVE THE RIGHT TO BE ASSERTIVE AND PARTICIPATE IN THE DEVELOPMENT OF 
YOUR CHILD'S lEP , AND FILE FOR A DUE PROCESS HEARING IF YOU DON'T AGREE. 

Learn to use the lEP (Individualized Education Program) process as an ef- 
fective tool to obtain appropriate Si-cc:al education and related services 
for your 'chi Id. 

P. L. 9^-1^2 (The Education for ALL Handicapped Children Act) mandates that a 
free appropriate education must be provided to all handicapped children ages 
3 to 21 . The lEP is the specific guidelines for your child's appropriate e- 
aucation. As a parent you are an important member of the team that formu- 
lates your child's lEP. You should know : 

how to prepare for an lEP meeting 
how to write your own lEP statement 

how to effectively represent your child at an lEP meeting 
how to deal with negative comments and criticism 
how to obtain appropriate special education and related services 
for your chi Id 

WHAT IS AN lEP ? 

P. L. 9^-1^2 (the Education for All Handicapped Children Act) guarantees a 
parent's right to participate in the planning of her child's lEP . You must 
always Iceep in mind that, as the parent, you know your child better than any- 
one else. Professionals may be the experts on current theories and educa- 
tional practices, but you, the parent, are the expert on what has been occur- 
ring with your child on a day to day basis from the time he/she was born. 

According to federal law, you must be notified of the date selected for the 
lEP meeting, time, location, purpose, and who will be in attendance" You 
are also entitled to ask that the meeting be rescheduled at a mutually con- 
venient time, if you are unable to attend on the preselected date. 

Before attending the lEP meeting, it Is useful to review your child's school 
records . P.L. 9*-l*2, and the Illinois Student Record Act of 1975 ensure' s 
a parent's right to examine school records, to receive an explanation of the 
contents, to challenge the contents of the records, and to obtain copies of 
the records. (See Chapter 18, HOW TO GET SERVICES BY BEING ASSERTIVE .) 
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The lEP must state the specific special education services your child will 
need. For Example ; one hour resource room daily; self-contained classroom 
for the autistic, using simultaneous communication, intrusion, rel^ationship 
and behavior therapy. The extent of your child's participation in the regu- 
lar education program should be stated, also. For Example : attendance in 
a regular social studies class, physical education class, and art class. 

According to P. L. 9^-1^2, necessary transportation services and vehicle 
adaptation must be included in the lEP. 

The meeting should begin with a report of your child's present le.vel of 
functioning. His/her weaknesses and strengths should be discussed. From 
this the professionals (usually the teacher) apd the parent(s) together 
should formulate the annual goals for the coming year, and the short-term 
instructional objectives for the immediate future (the next two to three 
months). 

AN ANNUAL GOAL IS A GENERAL STATEMENT OF DESIRED CHANGE AND PROGRESS TO BE 
WORKED TOWARDS THROUGHOUT THE YEAR . FOR EXAMPLE : to improve self-hejp 
skills, to el iminate self-destructive behavior, to improve understanding of 
basic math concepts. The number of annual goals is determined by the na- 
ture and severity of the handicap. Generally, there are about five. 

A SHORT-TERM INSTRUCTIONAL OBJECTIVE IS A SPECIFIC STATEMENT REGARDING 
CHANGES AND PROGRESS TO BE ACHIEVED DURING THE NEXT TWO TO THREE MONTHS , 
This is to include the materials and methods that; will be utilized, how 
often, and for how many minutes the objective will be worked on; also, what 
criteria and evaluation procedures will be used to determine to what extent 
each goal has been achieved. 

(1) FOR EXAMPLE: TO TEACH THE CHILD HOW TO BUTTON HER COAT. The child will be 
required to attempt to button her coat before leaving the school on a daily 
basis. The teacher will assist the child, only after the child attempts to 

do it herself. The teacher will reward the child with praise for trying. 
The child will also work with a big button doll for 3 minutes, 3 times a 
week with assistance and verbal reinforcements from the teacher. Criteria 
for completion of the goal will be the ability to button the coat independent- 
ly 30% of the time. 

(2) FOR EXAMPLE: TO ACHIEVE UNDERSTANDING OF ADDITION IN ONE DIGIT EQUA- 
TIONS . One-to-one assistance for 10 minutes each day using math Level 1 
flash cards, supplemented by the Level 1 workbook for 10 minutes daily; ten 
minutes of small group ( 4 to 5) math work using the board will be provided 
daily. A homework assignment of 5 math problems to be monitored by the pa- 
rents will be given 3 times a week. The criteria for completion of the goal 
will be on an 8S% correct score on weekly review tests. 

YOUR CHILD IS ENTITLED TO RELATED SERVICES - that is, developmental, correc- 
tive, and other supportive services * that are required to assist a handi- 
capped student benefit from special education . The need for related ser- 
vices is determined by appropriate evaluation of the child's needs. 

- 2 - 
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If you feel your child is in need of a specific related service, such as 
speech therapy, occupational therapy, physical therapy, recreation, 
counselling, etc., you should request an evaluation of that specific area. 

The lEP should state each needed related service , the date of initiation of 
the service, and. the anticipated duration of the service. It should also 
state how many times a week, and for how many minutes the service will be 
rendered, and by whom. 

FOR EXAMPLE: SPEECH THERAPY FOR 20 MINUTES, THREE TIMES, A WEEK: PHYSICAL 
THERAPY FOR 20 MINUTES DAILY . ' 

When requesting needed related services^ base your request on the premise 
that your child needs a given service In order to benefit from his/her 
educational program. If you feel that the recommendation for the related 
service by the school personnel does not accurately reflect the neids of 
your child, you may seek an outside evaluation. 

Resources may be available In your community, or through a state agency at 
low cost or no cost to you. You may also be able to use your medical 
insurance to pay for a portion of the needed evaluation. You are entitled 
to obtain an Independent evaluation at public expense if there Is a ruling 
by a Due Process Hearing that the district's evaluation was not appropriate. 

FOR EXAMPLE, YOU MAY FEEL YOUR CHILD NEEDS OCCUPATIONAL THERAPY , The 
school evaluates your child, and the recommendation Is - no occupational 
therapy needed. You suspect that your child does need occupational therapy, 
but you know that your school does not employ an occupational therapist at 
this time. Therefore, you are unsure of the objectivity of its evaluation. 

SEEK AN OUTSIDE EVALUATION. AND OBTAIN A RECOMMENDATION . If you get a rec- 
ommendation for occupational therapy, request a conference to amend the lEP. 
Present your outside evaluation. If the school refuses to accept the results 
of the outside evaluation, file for a Due Process Hearing Immediately. 

(The above procedure can be followed when your child Is receiving a needed 
related service, but the amount of time alloted for that sTervlce Is in- 
adequate.) 

BEFORE THE lEP MEETING 

1. Obtain a copy of the Federal Rules and Regulations on P. L. 9^-142 and 
your State Rules and Regulations" You can request a 

copy from the public school; the school ts required to supply parents 
with a copy upon request. (However, many public schools are not a- 
ware of this, and do not have a supply of the Rules and Regulations) 
Read pertinent portions, underline the most significant sections, and 
make your own Index. Use the language of the Rules and Regulations 
to represent your child. For example, avoid using the phrase "most 
appropriate " or the phrase ''best educational envl ronmenf'\ 



Appropriate is the key word, ar\d will enable you to represent your 
position adequately. Adding other words may open the door to word 
games that will only deflect from the focus of the meeting - - which 
is, an appropriate educational program for your child . 

2 . Prepare a written statement of your Input for the lEP meeting . Ma ke 
enough copies to pass out to all Tn attendance. Read the statement 
out loud. This will insure that all your concerns will be heard. 
Your statement should simply state the serylces, goals, and objec- 
tives you feel are appropriate for your child. You do not need to 
write the complete lEP, nor do you need to stipulate what types of 
materials will be used (unless you have a real preference). This 
should be done at the meetfng. Your main objective is to present 
your views on your child's educational needs. (See a sample lEP 
on page 5.) 

AT THE MEETING 

1 Do not go to the lEP meeting alone , It Is common for parents to feel 
overwhelmed and alone when confronted with a room full of professionals 
discussing their child In a clinical manner, invite other parents, friends, 
relatives, and anyone you know who might <be interested In attending. Explain 
to them that you would like them to attend to give you moral support, and to 
function as witnesses in case of a disagreement. 

2. The Image you portray will effect how the school personnel react towards 
you .~ If you wish to be treated in a professional manner, you should dress 

In a professional manner. Choose clothing that is simple but dignified. 
Walk into the room with confidence. Don't wait to be acknowledged, but in- 
troduce yourself and begin greeting people as soon as you enter the room. 
Bring your copy of the Rules and Regulations with you and display It prominent- 
ly on the table. Remember that it is your taxpayers' money that is paying, 
for the salaries of the school personnel. They are working FOR you and your 
child. 

3. It is a good business procedure to tape record the meeting . It will not be 
possible to take accurate notes in this situation, and personal notes can be 
disputed. Simply place the recorder on the table and plug It In. (Don|t ask 
for permission) If someone expresses resistance, explain to them that it Is 

a good business procedure to tape Important meetings, such as this lEP meeting 

4. Pass around a sign-in sheet at the beginning of the meeting. You will 
then have the names of all those present, and be able to address them by name, 
(from their positions on the sign-up sheet) whom you are speaking to. 

5. Follow all steps in Chapter 29. HOW TO GET SERVtCES BY BEING ASSERTIVE . 

6. When speaking during jthe meeting , take a deep breath to help project 
your voice clearly an\J confidently. Maintain eye contact with the pro- 
ipessionals while you speak. 




7- When negative comments are made about you and your child , use these re- 
marks to build your case for needed services for your child/ (See Chapter 
25, • 

8. Repeat wh^t you are asking for whenever school personnel otter excuses 
or evasions . Remember that you ere not there to discuss the limitations of 
the school budget. You are there to determine what your child needs to 
have an appropriate education. State this repeatedly, as often as necessary 
to make your potnt . (See Chapter 22, HOW TO GET SERVICES BY BEING ASSERTIVE ,) 

9. If school personnel state that there is a certain policy, rule, regula- 
tion, or lav that requires them to take certain action or not to take cer- 
tain action, do not feel intimidated . Ask to see in writing the specific 
policy, rule, regulation or law that they are referring to. Remember that 
federal law, and rules and regulations take precedence over state and local 
policies, laws, rules, and regulations. 

IF YOU DO NOT AGREE ^ 

1. if you cannot come to an agreement, and you are running out of time. Or 
if you feel you need time to consider the situation, you have the right to 
request another meeting. Do not feel pressured to make a decision . 

2. Most schools ask that you sign the lEP form. However, federal and state taw do 
not require that you sign the lEP. If you don't agree, simply sign your 
attendance at the lEP meeting to document your presence. Specify that 

you are not in approval of the present lEP. For example : Anna Jones, 
present, but not in approval of lEP. 

If school personnel refuse to include needed services in the lEP, inform 
them that you intend to file for a due process hearing and that you will file 
a written complaint with the Office of Civil Rights, Dept. of Health, Educa- 
tion, and Welfare, and write the Bureau of Education for the Handicapped. 



Be sure to ask for a copy of the lEP. The. lEP may be revised at anytime If 
you so request. It must be reviewed annually. 

SAMPLE PARENT lEP STATEMENT : 

PARENTAL INPUT ON THE INDIVIDUALIZED EDUCATION PROGRAM FOR JAMIE GREEN 

Placement in a class of kto 6 students with a teacher who Is skilled 
in play therapy, intrusion therapy, consistency, and positive rein- 
forcements. The teacher and the teacher's aid must be proficient In 
sign language. 

It is crucial that Jamie have contact with signing peers who can 
function as role models on a daily basis. 



LONG TERM GOALS 



Increase in relating and socializing abilities, 
increase in convnunication sicills 
improvement in self-help and survival skills 
Development of prevocational sicills 

SHORT-TEiW INSTRUCTIONAL OBJECTIVES 

To Increase relating and socializing abilities ; Intrusion/play 
therapy, using simultaneous communication should be provided for 
30 minutes, 3 times a weeic on a one-to-one basis, Doll play, 
ticlding, picture booic sign language stories, etc., should be 
utilized. 

To increase communication sicills; art therapy, utilizing drawing, 
should be used on a one-to-one basis for 20 minutes, dally. Jamie 
expresses herself through her drawings more so than through any 
other means. 

To improve self-help and survival sicills: 40 minutes dally should 
be spent on activities such as washing dishes, bathing, and 
crossing the street. 

To develop prevocational sicills: crafts should be used for kS 
minutes, 3 times a %^eic. The curriculum should include mac rame, 
pottery, weaving, and baslcet weaving. 



INTRODUCING THREE BOOKS NO PARENT OR PROFESSIONAL SHOULD BE WITHOUT 

HOW TO GET SERVICES BY BEING ASSERTIVE will Show you how to build $elf-conf Idenct, 
Improve you comnunlcatlon. and negotiating $klll», cut red tape and move bureau- 
cratic mountains, and much more. Available for $4, plus 60< postage. 

HOW TO ORGANIZE AN EFFECTIVE PARENT/ADVOCACY GROUP AND MOVE BUREA UCRACIES wl 1 1 
show you how to be an effective advocate, an effective organizer, how to negotiate 
for better services, how to lobby, and much more. Available for $^1, plus 60< postage. 

THE DIRECTORY OF SERVICES FOR HANDICAPPED CHILDREN AND ADULTS Is a spiral bound 
311-page REDBOOK, listing 1,571 resources for the handicapped from birth through 
adulthood In the Chicago metropolitan area, both alphabetically and by dl»f»>Il ty 
group with charts of services. Available for $10, plus $1 .SOpostage and handling.^ 

RECEIVE CONIINyOUS UE-TQ-DflTE INFORMATION ON SPECIAL EDUCATION. NAT- 

$li]0 (irO./F/W, OtVf) NEWSLETTER SUBSCRIPTION ONLY — 

PHONE 



LIFETIME 
NAME 



ADDRESS 



CITY STATE ^ZIP. 



You win receive a monthly newsletter and other educational "Wterlals and [jterature. 
Mari your tax deductible check to CCHC,*©? S. Dearborn, Rm. 680, Chicago, II. 60605. 



HOW TO PREPARE FOR A DUE PROCESS HEARING 



WHAT IS A DUE PROCESS HEARING? 

If you disagree with the propo^^ed lEP: if you are dissatisfied with the child's 
present placement; or if you feel you have been denied any of your rights — you 
have the right to an IMPARTIAL DUE PROCESS HEARING. An Impartial Due Process 
Hearing is a special hearing set by the Illinois Office of Education, where an 
impartial hearing officer hears both sides and renders a decision to the local 
education agency* 

Your request for a hearing must be made in writing to your public school district 
superintendent. If you wish to challenge the placement of your child, your 
request for a hearing must be made within 10 school days of your receipt of 
notification of the proposed placement. Within 5 school days of your request 
for a hearing, the local school district will schedule a conference to review 
the case. Your participation and the participation of representatives of your 
choosing, will be an important part of this conference. 

If the controversy cannot be resolved at this conference, a due process hearing 
will be scheduled. A certified letter requesting the appointment of an Impartial 
hearing officer will be sent Immediately to the Illinois Office of Education, 
with a copy to the parents. 

The hearing will be scheduled by the Hearing Officer at a time which is convenient 
to you and to representatives of your choosing (a lawyer, an advocate, /mother 
parent). 

Your child will remain in his present program until the hearing has been held and 
a decision has been rendered. 

The state appointed hearing officer's recommendation will be communicated to 
you, in writing, by certified mail within 10 school days after the hearing. 

If you are not satisfied with the result of the hearing, you have the right 
to request a state-level review. You also have the right to appeal to the 
courts after other levels of appeal and communication have been exhausted. 
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BEFORE THE HEARING 

1. BE AWARE OF YOUR RIGHTS. Find out what you are legally entitled to for your 
child in special education and related services, and the resources you have 
BY LAW if you are dissatisfied with a placement or proposed placement. 
YOUR RIGHTS ARE SPECIFIED IN P.L. 94-142; Rules and Regulations on P.L. 94- 
142 ; the School Code of Illinois, Article 14 ; the State Rules and Regula- 
tions to Govern the Administration and Operation of Special Education; The 
Family Rights and Privacy Act of 1974; The Illinois School Records Act ; 
and Section 504 of the Rehabilitation Act of 1973 . 

FEDERAL legislation listed above is available from: U.S. Office of Education 
Donahoe Building, 400 - 6th St., S.W. , Washington, DC 20202. 



Copied with the consent of COORDINATING COUNCIL FOR HANDICAPPED CHILDREN 
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ILLINOtS legislation listed above is available from: Illinois Office of Edu- 
cation, 100 North First Street, Springfield, II. 62777 

2. READ AND CAREFULLY STUDY ALL MATERIAL IN #1 ABOVE. Study the material as if 
you were taking an exam on it. Underline and mark the material as you study. 

Especially underline and mark all the material that applies to your case . 

3. VISIT THE PROGRAM THAT THE SCHOOL' DISTRICT HAS OFFERED (which you feel is 
not appropriate for your child). Spend a whole day if you can. Take a 
notebook along and take notes that will help you document why the program 
is not an appropriate one for your child. 

4. USE CCHC'S CHECK LIST-EVALUATION FORM FOR PUBLIC AND PRIVATE DAY SCHOOLS FOR 
THE HANDICAPPED to help you evaluate the program. 

5. INSPECT YOUR CHILD'S SCHOOL RECORDS. State and federal law gives you the 
right to: 

a. examine all information contained in your child's school records 
b« challenge the content of the records 

c. ask for correction or deletion of any inaccurate, misleading 
or inappropriate data 

d. insert into the records a written explanation of your own 
about the contents 

e. privacy as to the contents of the records 

f . obtain copies of your child's records at cost 

g. designate, in writing, a person who may have access to your 
child's records 

h. have your request to examine records granted within 15 school 
days . 

6. OBTAIN AN OUTSIDE EVALUATION - If you haven't one aJ ^dy - at a reputable 
hospital or clinic which has a certified school psvcho :)gist on the staff. 
An evaluation by a reputable hospital or clinic will carry more weight than 
one done by a private physician, psychologist, psychiatrist, or neurologist. 

7. OBTAIN A LETTER - ADDRESSED TO YOU - FROM THE HOSPITAL OR CLINIC which per- 
formed the evaluation, documenting why the proposed placement is not appro- 
priate for your child, and making specific recommendations for a placement 
which agrees with your placement plan. 

8. REHEARSE YOUR PRESENTATION. Try and anticipate all arguments that may be 
presented by school officials opposing your demands - and rehearse appropriate 
responses. (See p. 3 for a sample of arguments and appropriate responses.) 



AT THE HEARING 

1. BRING all material from #1 ABOVE TO THE HEARING, and display it on the table 
for everyone to see. (This will let everyone know you kndw your rights.) Be 
sure you have appropriate markers so that you can locate the information you 
need easily. 
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BRING RESULTS OF EVALUATIONS, LETTERS FROM PROFESSIONALS, AND ALL OTHER DATA 
DOCUMENTING THAT THE PROGRAM OFFERED IS NOT APPROPRIATE FOR YOUR CHILD. 



3. BRING YOUR OWN REPRESENTATIVES TO THE HEARING, as you are entitled to by law. 
These can be: 

a. a professional who has evaluated your child 

b. a lawyer 

c. another parent, parent group representative, or advocate 

d. a coTranunity representative 

e. a friend or a relative 

4. AN INTERPRETER MUST BE PROVIDED if you are hearing impaired or if the language 
of your home is other than English. 

5. A TYPEWRITTEN RECORD BY A COURT REPORTER OR A TAPE WITH TYPEWRITTEN TRANSCRIPT 
MUST BE MADE. You may receive a copy of the record upon request, at cost. 
You should also bring your own tape recorder , so that you have your own record 
of the hearing. 



REMEMBER 

THE IMAGE YOU PROJECT AND THE ATTITUDE YOU COMMUNICATE WILL PROBABLY IN- 
FLUENCE THE OUTCOME OF THE HEARING. It's important to communicate in a 
business-like manner and convey the message that you are informed and 
aware of your rights. Be positive and self-confident. An attitude that 
conveys the message that you expect to lose will not help you win. 



INSTRUCTIONS. Carefully read each of the following 10 statements and then indicate whether or not you 
Relieve the item to be true by circling either **True " or *Talse> " 



1. Public Law 94-142 Regulations provide for Free Appropriate Public Education to all handicapped 
youth who need special education. 

2. PX. 94-142 Regulations require each handicapped child be educated with nonhandicappcd children. 

3. P.L. 94-142 Regulations state that an Individualized Education Program (lEP) must be in effect 
before special education can be provided to a child. 

4. P.L. 94-142 Regulations state that a child's Individuahzed Education Program must cover all ac- 
ademic areas. 

5. P.L. 94-142 Regulations provide a standard method for writing Individualized Education Programs 
that must be met by each state. 

6. P.L. 94-142 Regulations, state that if parents, after being notified, choose not to participate in the 
development of their child's individualized Education Program, a school district can proceed without 



7. P.L. 94-142 Regulations require states to provide professional and support staff with in-service training 
in special education. 

8. P.L. 94-142 Regulations slate that teachers will not be held accountable if a child does not reach 
his/her annual goals and objectives. 

9. P.L. 94-142 Regulations allow a parent or public education agency to make an appeal if dissatisfied 
with the results of a due process hearing. 

10. Under P.L. 94-142 Regulations, both states and school districts are entitled to federal funds based, in 
part, on a formula concerned with the number of children between the ages of 3 and 21 who actually 
receive special education and related services. 



KEY: (1) 01 a) -6 (D 'S il) L (l) 9 id) S ( j) > (l) e (d) Z l 

From: Clarification of PL 94-142 for the Paraprof essional and Support 
for Better Schools, Inc., Philadelphia, July 1980. 



TRUE-FALSE TEST 
REGARDING 
PUBLIC LAW 94-142 

TRUE FALSE 
TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 

TRUE FALSE 
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SEC. 504 - 1973 RE HABILITATION ACT AWn 
AMENDMENT S AND 1975 EDUCATION ACT "FOR 
ALL HANDICAPPED CHILDREN (P.L. 94-142) 

Public Law 94-142 and Serf ion 504 - Understa n ding What Thay Are and Are Mn^ 
1977. 1 to 9 copies, 50c each. 10 or more copies, 40( each Send 

' l92rA:socli:f Excejtlo^l Chndr;n! ' 
1920 Association Drive, Reston, Virginia 22091. pp. 12 and appendix. 

This Is probably best single clear and concise of 
all the references I have seen on this subject. A 
must for every administrator. 

March 1978. Free. See page 2 "Program Accessibility" especl- 
u ^ ^"'^ ^ various compliance dates. Write 

pMphlfJ" ^^""^^ Rights, Washington, D.C. 20201. pp. 10 

Exceptionally good brief summary to hand to any- 
one seeking these specific Items of Information. 

"'L!tl!!^^''^'?°° ^ Regulations and Its 
Implications for State a nd Local Educational AgencliT "^ 

1977. $2.50. National Association of State Directors of Special 

aT2VlT,\^T^" Washington, D.C. 2bo36. 

UOZJ 83J-4193. pp. 12. paperback. 

This Is a book which I just received a week ago. 
It Is EXCELLENT. It is a perfect companion piece 
for Item 1 listed on this bibliography. 

An Analysis of P.L. 94-142. 

No date given. $2.50. National Association of State Directors 

I c ^Tmff, 1201-16th Street. N.W.. Washington. 

D.C. 20036. pp.26. Spiral notebook. 

This is a predecessor to item 3 above but is not 
nearly as good as the revision. 

iif^hST ""^^ Handicapped bimonthly". See^ January /February 1979 issues. 
Number i. See pp. 6 and 7 re: Comprehensive Employment an d Training Act 
^^rSion 306'" 95-524, aSd note second' pl^agraph on p. 5 Lji^n- 

sch^li? •••• possible labor help for removing physical barriers 
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Write Office For Handicapped Individuals, DHEW, Washington, D.C. 20201 
to get your name on the regular mailing list for all issues of this re- 
ference newsletter type of publication. You will have to ask specifically 
for the copy I mentioned above in order to get it now. 

Section 504; Self -Evaluation Guide; Preschool Elementary, Secondary and 
Adult Education. Civil Rights-Handicapped Persons-and Education. 

August 1978. Free. Write to James Bennett, Office for Civil 
Rights, 330 Independence Avenue S.W., Washington, D.C. 20201. 
pp. 116. 

This is one of the most helpful books you will find 
anywhere on Sec. 504 ^d the levels of education above. 
See pp. 59-96 and pp. 97-105 particularly Subpart D. 
Free Appropriate Public Education and Rating Scale. 

A MUST FOR EVERYONE IN EDUCATION! 
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UNIT II: RIGHTS & ROLES 



GOALS AND OBJECTIVES 



Roles and Responsibilities of Allied Health 
Professionals 



Purpose ; 



To have participants explore their roles and responsibilities 
In Identifying, referring and advocating on behalf of disabled 
children and youth. 



Specific Objectives ; 

At the conclusion of this session, participants will have Identified 
the roles and responsibilities of Allied Health Professionals with 
respect to the needs and rights of disabled children and youth. 

In addition, the participants should: 

1. Recognize the need to be sensitive to parents*, siblings \ 
and child/youth* s verbal and nonverbal cues which Indicate 
concerns/problems related to a handicapping condition. 

2. Recognize the need to be sensitive to and understand the 
Influence of cultural differences in the Identification 
and referral processes* 

3. Recognize prevalent forms of prejudice and stereotyping, 
and understand how myths and stereotypes contribute to 
the devaluation of people with handicapping conditions. 



ROLES AND RESPONSIBILITIES OF 
ALLIED HEALTH PROFESSIONALS 
AS IDENTIFIED BY REGION V 
PARTICIPANTS 



1. To communicate effectively with disabled children and youth and their 
families; I.e., to effectively adapt messages and actively listen to 
disabled children and their families. 

2. To help families solve problems related to the disabled child/youth's 
condition; that Is 

a. To facilitate children/youth receiving appropriate services, and 

b. To facilitate parents becoming child/youth's case manager. 

3. To recognize the Indicators of handicapping conditions for severe, 
mlld-moderate, and high-risk children and youth. 

4. To recognize and accept the needs and rights of disabled youngsters. 

5. To understand and be able to implement methods for Identifying 
appropriate referral sources. 

6. To help coordinate efforts of health, education, and related services: 

a. To understand other health, education, and related services 
professionals* roles; 

b. To work cooperatively with other professionals concerned with 
the services provided for disabled children and youth, and to 
actively participate In coordinated and appropriate health-care 
planning; and 

c. To communicate effectively with other professionals on behalf 
of children and youth with disabilities. 

7. To develop effective alliances between various professional organ- 
izations and existing parent professional coalitions. 

8. To develop and provide cost-effective model programs and services. 

9. To recognize and provide accurate Information to parents. 

10. To assist parents In defining their roles and rights. 

11. To promote self-advocacy skills. 

12. To be sensitive to and to cooperate In the development of adaptive 
programming during the life span of the disabled child. 

13. To understand and be able to explain to parents the effect of current 
treatments on the future performance of the child. 



14. To advocate for appropriate research* 

15. To disseminate accurate Information to the public concerning: 

a. the nature of the disabling conditions; 

b. the needs of the disabled; 

c. the roles Allied Health professionals play in the rehabilitation 
of disabled Individuals; and 

d. qualifications for providing services* 

16. To- Identify and help Implement more creative approaches to funding 
programs for disabled youngsters. 

17. To develop anl/or modify educational standards to create access 
rather than barriers to disabled Individuals who wish to enter 
Allied Health educational programs, 

18. To encourage the development of pilot projects to prepare Individuals 
of disabling conditions to enter the Allied Health professions. 

In addition, the Alll^ Health Professional should: 

19. Recognize the need to be sensitive to parents^ siblings*, and 
child/youth* s verbal and nonverbal cues which Indicate concerns/ 
problems related to a handicapping condition* 

20. Recognize the need to be sensitive to and understand the Influence 
of cultural differences In the Identification and referral processes. 

21. Recognize prevalent forms of prejudice and stereotyping, and under- 
stand how myths and stereotypes contribute to the devaluation of 
people with handicapping conditions. 



UNIT II: RIGHTS & ROLES 



RESOTTRCES 



The American Family, Report No. 4: Why Did It Happen To Us? 

A Psychiatrist Explores Chronic Childhood Disability in the Family 
by Dane G. Prugh, M.D. A Continuing Education Service from 
Smith, Kline & French Laboratories. 

Handicapism, by Robert Bogdan and Douglas Biklen. Printed in 
Social Polic y, March/April 1977, pp. 14-19. 

Media Portrayals of Disabled People: A Study in Stererotypes, 
by Douglas Biklen and Robert Bogdan. 

What Is Mainstreaming, from Mainstreaming Preschoolers by the 
Head Start Bureau. 

About Disabilities - from the book: What's the Difference ? 

Teaching Positive Attitudes Toward People with Disabilities , 
by Ellen Barnes, Carol Berrigan and Douglas Biklen. 

Fact Sheet: Being at Ease with Handicapped Children, by ERIC 

Clearinghouse for Handicapped and Gifted Children, Reston, VA. 
22091. 

Professional Disciplines: Roles & Responsibilities, by Sylvia 
Richardson, M.D. from AAP "New Directions in Care for the 
Handicapped Child". 

Information . . . CLOSER LOOK. . . 
Into The Mainstream 

Bibliography - to include Publications List from Regional Rehabilitation 
Research Institute on Attitudinal, Legal ard Leisure Barriers. 
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WHY DID IT 
HAPPEN TO US? 

A Psychiatrist Explores 
Chronic Childhood Disability 
in the Family 

by DancG. Prugh.M.D. 
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A Continuing Education Service from 
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Laboratories 
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The Afneric«in Family 



WHY DID IT 
HAPPEN TO US? 



A Psychiatrist Explores 
Chronic Childhood Disability 
in the Family 

by Dane G. Prugh, M,D, 



A chronic disability in childhood can be said to be a 

/% disorder (illness or handicap) that is protracted, 
JLjIl sometimes with Exacerbations, and is associated 
with some impairment of function and interference with 
development. It is not necessarily permanent, and may be 
compatible with a fairly normal lifespan. Certain disorders, 
however, may progress to a fatal out* 
come. Otfonic handicap may be con- 
genital or acquired; some disorders in 
each category may be reversed or re- 
paired, and these may or may not be 
•permanent. The onset of chronic illness 
or handicap may be related to an acute 
catastrophic illness or injury, or may 
fiave been gradual md insidious. 

Although serious repercussions on the 
child's personality development and on 
the nature of family functioning are fre- 
quent, many children with chronic ill- 
ness or with congenital or acquired 
handicaps make a surprisin^y adequate adaptaticwi to or 
compensation for their disabilities. Those variables rebting 
to die. child V previous adaptive capacity and the parent- 
child-family bdance or interpersonal equilibrium appear to 
be more important than the nature of the specific disease 
or handicap. ^^^^ The child's state of development, the 
severity of the illness or handicap, the prognosis, the nature 
of necessary treatment, and blther factors are, of course, 
also significant. 

Special challenges to development exist for children with 
blindness or deafness, with some differences in responses to 
a)ngenital vs. acquired defects. Problems in sexual develop- 
ment are present for children with pseudohermaphroditism 
or exstrophy of the bladder. Difficulties in adaptation arise 
for the young child whose movements are restrained in an 
orthopedic cast or who requires special prosthetic devices. 
The debilitation and dtscomlort produced by certain diseases 
certainly have an effea on the child's social or academic 
functioning and on the parents' responses. 
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The response of both children and parents to the disability 
depends on many factors. The earlier concept of specific 
personality malformations resulting from particular chronic 
illness or handicaps has today been largely abandoiied. 
Personality disorders etKOuntered in children with a variety 
of chronic illnesses or handicaps resemble closely those seen 
in children with no physical disorder 
The fear of loss of control of the environ- 
ment in the Hind child, the apprehen- 
sion over losing balance and falling in 
those with cerebral palsy, and the sus- 
picion of what is being said about them- 
selves by the ckaf are frequently present, 
but do not appear unique to those dis- 
orders. 

Even a small and virtually unnotice- 
aUe defect may carry overwhelming 
stgnificanoe in certain families for un- 
consciously overdetermin^ reasons. Al- 
though visible cosmetic defects may be 
most troubling in some families, in others a hidden 
metabolic defect may be more mysterious and threatening, 
without relation to its actual severity. The source of the 
threat lies more often in the psychosocial rather than the 
biological determinants of the responses of families to illness 
in children. 

The Social Field 

of Illnesf 

1^ he concept of the social field of illness includes 
both the effect of interpersonal forces on the child's 
» adaptive equilibrium, with reverberations at the 
psychological and physiological levels, and the impact of the 
child's predominantly physical illness on the most important 
social unit -the family. A child's illness may bring about a 
family crisis. Hunilies with healthy adaptive patterns may 
respond with behavior leading to a new and different family 
adaptive equilibrium, representing a type of family develop- 
ment. In less well-balaiKed families, parental patterns of 
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In seriously disturbed families^ 
the child who falls ill may be made a scapegoat 
for family tensions. 



handling the ill child may be significantly altered because 
of more than usual anxiety or guilt, causing further changes 
m the behavior of the child or cKcasioning rivalrous or 
other responsiis in siblings. In seriously disturbed families, 
the child who falls ill may be made a scapegoat for family 
tensions, may be treated unrealistically as a chronic invalid, 
or may be handled in other ways that 
reflect the unconscious tendency of the 
parents or other family members to re* 
spond to his illness in terms of their 
own needs rather than his. Families from 
differing socioeconomic and ethnic 
backgrounds may respond quite dif- 
terently to the illness of a child and may 
react positively or negatively to the need 
for dependency on medical personnel 
or other helping agencies. 

The imponance of all these considera- 
tions renders it vital that the clinician 
accept the family rather than the indi 




vidual as the essential unit for the study and treatment 
of ^isease. The illness of a child with acute or chronic 
disease bt^th affects and is affected by the interpersonal 
family equilibrium in the particular community, society, and 
culture. 

The reactions discussed below may occur with any illness. 
They are largely nonsp>ecific responses related to the way 
in which the environment— parental, familial, social, and 
physical— helps the child deal with the physical conse- 
quences and the symbolic meaning of illness or injury. 
Frequently, such responses can also be seen in children 
encountering psychological or social stresses. They are 
principally situational or reactive disorders, although con- 
tinuing developmental deviations, structured psychoneu- 
rotic disorders, chronic personality disorders, or even 
psychotic disorders may be touched off or exacerbated 
by such stresses in biologically or experientially disposed 
children. 

Phasic 

Responses 

WW'Tithin broad limits, however, the nature of the 
mVm / illness and its attendant treanncnt are of signifi- 
▼ vcant influence. This is particularly true in cata* 
strophic or overwhelming types of illness or injury. In such 
situations, there is a generic type of human response related 
to the adaptive mechanisms involved in the handling of the 



phases of impact, recoil, and restitution. Such phasic re- 
sponses may be seen most clearly in children of school age 
and beyond.'^ Although preschool children tend to show 
similar patterns, they are less clear-cut. 

With serious bums, spinal cord injuries, and respiratory 
polio, the phase of impact involves initial realistic fears, 
followed by marked regression, sweep- 
ing denial, and the use of primitive 
fantasy. The phase of r^il includes a 
lessening of regression and denial, and 
the use of primitive fantasy This phase 
includes a further lessening of regression 
and features the "mourning for the loss 
of the self that was to be." The child may 
need to test out persons around him to 
sec if he is still likable. Depression may 
occur, warded off for a time by eating 
disturbances or hostile, demanding be- 
havior. The phase of restitution permits 
the start of adaptation to and attempts 
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at mastery of the situation, during which individual pattenis 
related to premorbid personality trends emerge. If residual 
illness or handicap remains, the way in which these phases 
are negotiated may influence long-term adjustment. 

Within the family equilibrium, specific reactions of parents 
to serious or disabling illness tend to parallfel the phasic 
responses in children. Initial realistic fear is often followed, 
as Garrard and Richmond^ have indicated, by: (1) a phase 
of denial and disbelief, persisting for weeks or, at times, 
months; (2) fear and frustration, involving "mourning for 
the loss of the child that was to be." This phate may be 
associated with depression, guilt, and self-recrimination, 
with intensified marital strife (a high rate of divorce is 
associated with the attempt of many parents to deal with 
such feelings by blaming themselves, the physician, or 
others); (3) rational inquiry and planning, involving the 
need to live with some uncertainty. 

Whether a child's illness or injury prcxluces a deleterious 
effect on his adaptation or the family 's equilibrium depends 
on: (1) the developmental level of the child; (2) the child's 
previous adaptive capacity; ( 3) the prior nature of the parent- 
^hild relationship; (4) the existing family equilibrium; (5) the 
nature of the illness or injury, including the dfgan system 
affected, the degree of prostration or pain, iK^type of 
treatment or home care, and any residual defect or handi- 
cap; (6) the meaning of the illness to the child and his 
'family in terms of immediately antecedent events and their 
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In disorders with a genetic component^ 
children may blame a parent or relative who has 
a similar disorder for having "given** it to them. 




actual or fantasied connection to the illness, the previous 
experience with such illness, the effect on the child's social, 
academic, and athletic capacities, and the reverberations 
on siblings; (7) the capacity of the family to acknowledge the 
child s devotion to and concern for the other members of 
the family ; and (8) the strength or weakness of the extended 
family 01* the kinship network, especially 
with regard to relationships with grand- 
parents. 

Reactions of Children 
and Adolescents 

^^^he concept of coping behavior 
■ is important in understanding the 
reaction of children and adoles- 
cents to chronic disability. As Mattsson ^ ' 
has emphasized, coping behavior in- 
volves all the adaptive mechanisms 
employed by the child to master stress- 
ful stimuli at the physical, psychological, 
and social levels of organization of his personality— thus 
including cognitive behavior, emotional expression, psy- 
chological defenses and motor activity. If coping behavior 
is successful, adaptation is achieved, with the child fiirK- 
tioning effectively whatever the nature or degree of his 
disability. 

The direct effects of chronic illness or handicap include 
malaise, discomfort, and pain from the disorder itself or 
attendant treatment, feelings of fatigue and irritability, as 
well as the effects of any physical limiutions. Reactive effects 
include regression, particularly in the early phases; depres- 
sion; misinterpretation of the cause or treatment procedures 
as punishmcr>t, especially in young children; physiological 
coiKomitants of anxiety, which may compound the effects 
of the illness; conversion reactions; and dissociative reactions. 

In yiuihg children, other responses center around resent- 
ment or ctwiplaints about interruption of play to take medi- 
cines or other treatments, dietary restrictions, and any 
physical limitations that prevent them from keeping up with 
others. As with acute illness, young preschool children are 
most concerned with separation from parents. Late preschool 
and early school-age children arc more concent with the 
conditions surrounding the illness or treatment procedures; 
they tend to misinterpret pain or other symptoms as punish- 
ment for disobedience or other minor transgressions. Qiil- 
dren with heart disease may explain their disability as the 
result of having been too active, while those with diabetes 




may believe they have eaten too many sweets. In disorders 
with a genetic component, children may blame a parent 
or relative who has a similar disorder for having 'given" 
it to them. (Reactions to the experience of hospitalizanon 
and treatment in a hospital setting will be discussed later ) 
School-age children may become frustrated and anxious 
^ 1 over lack of information about their 

■ condition, or frighterwl by conflicting 

■ information, especially if the parents 
cannot discuss the facts with them be- 
cause of their own feelings They may 
worry about death from a serious condi- 
tion, although death is not compre- 
hended realistically until nine or ten 
years of age. They are, however, sensitive 
to the agony of their parents 

Late school-age children and adoles- 
cents may worry especially about the 
restrictions imposed upon their social 
life and their developing identity, and 
may be particularly sensitive to *'teasing" or other evidence 
of lack of acceptance by their pecn. They may hide their 
feelings of inadequacy, inferiority, discouragement, helpless- 
ness, and depression, as well as recurring thoughts aK>ut 
"never growing up' to be a man or woman, or their fears 
of death. Adolescents especially may be ashamed of their | 
illness because of particular limitations or embarrassing * 
symptoms. They are often deeply concerned about its pos- j 
sible effects on their educational and vocational plans, and - 
on the possibilities of marriage arul parenthood. 

Emotional immaturity, overdependencc, spcial inhibitions , 
and other neurotic symptoms, pseudoindependence, ieam- 1 
ing difficulties, rebellious behavior at home and at sch<K^l. j 
and resistance to therapy may be encountered in some i 
older school-age children and adolescents. Conversion^symp- ! 
toms may be interwoven with basically physical symptoms \ 
of a chronic disorder, intensifying the disability, sometimes ; 
to a serious degree. Conversion mechanisms or oth^r ! 
psychological responses, such as depression or school phobia, i 
may lead to invalidism in only slightly handicapped children, 
for this reason, homcbound teachers, though helpful, should 
be used sparingly The acute phase of a chronic disorder 
may evoke a reactive disorder; the chronic phase may result = 
in developmental deviations in motor, social, or other dimen- 
sions. In some cases, a structured psychoneurotic or ^ 
personality disorder may be associated with a chronic illnes5> 
or handicap, or. more rarely, decompensation may ensue. 

— frs ' 



The American Family 



Difficulties in the establishment or maintenance 
of the body image.. «are present for most children 
with a chronic illness or handicap. 



with the appearance of a psychoticidisorder. 

One of the common results ofja^ chronic disorder with 
associated impairment in functidmng is a limitation in the 
experience of the child, particularly in regard to social 
activities. With less opportunity for positive feedback from 
others, he may fail to develop adequate self-esteem, and 
his motivation for learning or for 
achievement in other ways may be 
detrimentally affected. Since there may 
be a discrepancy between his aspirations 
and hiscapacities, it is often very difficult 
for the child with a chronic disorder to 
develop goal-directed behavior or 
realistic long-term goals. 

Effects on 
Body Image 
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Difficulties in the establishment 
or maintenance of the body 
image, or the mind's picture of 
the body, are present for most children with a chronic illness 
or handicap. Such problems, however, may also be seen in 
children with psychosocial difficulties without physical 
limitations or disfigurement; healthy children, too^ may 
have confusion about their bodies.® Thus, children with 
chronic conditions (and acute as well) may easily become 
confused and anxious about the effects of medical or surgical 
procedures oh vital organs, such as on the heart; from 
abdominal paracentesis; or on the genitals, from procedures 
carried out in the inguinal region. Size, strength, and 
attractiveness do play some role in the child s confidence 
and social adjustment, but only in very special cases or in 
individual family situations do these factors appear to be of 
prime importance. 

Other factors are of course involved. The stage of develop- 
ment is important; cosmetic defects in facial or other visible 
body parts present special problems for adolescents, par- 
ticularly as MacGregor^^ has shown. The development of 
intimate heterosexual relationships by an adolescent with a 
chronic disability may be a special difficulty,^ and problems 
in adaptation often appear during adolescence in children 
whose earlier coping has been fairly successful. [)epression, 
marked denial, or other responses to a damaged body 
image may interfere with the acceptance of rehabilitative 
procedures during tiie late preschool period, when the body 
image of a male or female is being formed. Social or 
interpersonal factors may also be significant.^* Difficulties 




may arise in individual adolescents struggling with identity 
problems, if their limitations or defects are significantly 
different from other adolescents being treated for the same 
basic disorder. Some may feel too *'different," while others 
may feel guilty if they have less extensive damage or defect 
than the majority of the group. 

Even the nature of treatment may 
influence the body image. Unfor- 
tunately, there has been too little con- 
cern in the medical profession, including 
among many psychiatrists, with body 
image problems in illness. The clinician 
should be aware of what a changed 
body means to a patient, giving due 
recognition to the importance of 
"somatopsychic" factors. Encouraging a 
child to talk about the meaning of his 
illness or injury, including his concerns 
about changes in his body image, shoulc^ 
form a part of the supportive psychologi- 
cal components of total therapy in the acute as well as 
chronic phases of the disorder. It would seem clear that 
children and adolescents with chronic illnesses or handicaps 
must mourn again at each stage of development, with 
differing implications, the lost **self." 

Reactions of 

Parents and Families . 

Even if the onset of a seripus illness or handicap is 
gradual, rather than catastrophic, parents tend to go 
through the same phases. The initial fear is related 
to possible fatal outcome astociated with shock, resentment, 
or anger, and denial and disbelief of the diagnosis and its 
long-term implications. Complaints of incomplete informa- 
tion and ^'shopping around" for other opinions may 
accompany this phase. As the parents move into the phase 
of fear and frustration, in which they begin to accept the 
reality of the chronic disorder and to mourn, feelings of guilt 
over having failed to prevent the disorder or of having 
transmitted or somehow caused it are experienced. Blame 
may be projected onxb medical or nursing staff or onto the 
spouse. Serious depression of one or both parents can occur. 
When the parents can verbalize and cope with such feelings 
they can move into the phase of rationki. inquiry and plan- 
ning, and are ready to accept the reality and impact of the 
serious disorder. 
During the course of the chronic condition, even parents 
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Blame may be projected onto medical or nursing staff 

or onto the spouse. 



wiv) havr siuvi*ssfull\ nr*;un.irrtl \hc initial phasic responses 
encounter sinnitic.int prohlems. however, in the face 
ot the very real stresses involved, incUuhni* tinancinl 
hurLlens, physical strain (^r tati^ue, Jiscoura<^ement, emo- 
tional Llepletion. ami the necessary rearrangement of family 
patterns ot living. At each stage of the child's levelopment, 
parents also nee».i to m(^urn again 

One ot the central difficulties tor 
parents ot children with chronic dis- 
or^^iers is the handling ot the depen- 
dence-indepen^^lence dimension of 
child-reanng Some younger children 
tend to cling to dependency ti)r security, 
and their parents m.iy ha\'e ditticulty in 
encouraging the thild to "nu>ve our" 
physically. scKiallv. aiKl .u;uK'mically 
within realistic limits C^tlicrs may try lo 
push the child toward unri'alisttc inde- 
fXMulence, with the child clinging or at 
times detiant in response. Most parents 
also have difficulty in talking with the child about his condi- 
tion, and some may even hide the facts from him. Difficulries 
in communication may ixrcur between the pareiits alsc^; a 
father may be unable to talk ab(vat the child s disorder and 
mav give the child's care to the mother while staying away 
iron} the situation. Parental overpnuectiveness in this regard 
may limit the child's ability to show concern to the parents. 

Parents may ^.liffcr Ix^cween themselves in their percep- 
tions ot the child's limitations or capacities. This may k^ad 
to the situation where one parent pushes and the cither 
protects the child, with consequent serious marital battles. 
This is espcxiiilly true it maiital disagreements have been 
present prioc^to the onset of the child's dist^rder. The result 
of such batfles in tamilies ^>f children with chrcM^ic disorders 
may he divorce Some parents search ceaselessly and make 
unrealistic sacritices for new and hopefully miraculc^us treat- 
ments, they may also resent the child's failure be grateful 
tor such strenuous self-sacrifices, develc^ping ambivalent 
teelmgs toward him as a result. This tends to cc^ntribute 
strongly to n sense of guilt over imagined disk^yalry to the 
parents in a sick child. 

Although such problems (xrcur. a surprisingly large group 
of parents can adapt successfully to the problems inv(^lved 
in rearing a chronically ill or handicapped child. Such parents 
can, after the initial phases of respcMise. come to understand 
and accept the child's limitati(^ns; they can permit depcn- 
detice within limits while helping the child move toward 




appropriate independence and self-care They can 
encourage regular S(.:h(X>l attendance, and can guide the 
child in developing compensatory physical anci intellectual 
activities. Such parents see that only the most necessary 
restrictions are placed upon the chilci. and that he has op- 
portunities for adequate social and recreational experiences. 

Parents who have successfully adapted 
in this way usually rear children who 
can successfully cope. In cc^ping with the 
continuing strain of the situation, how- 
ever, they tend to use some cienial in 
elealing with an uncertain future and in 
maintaining hopc\ I\Miial and isolatic^n 
of feelings of helplessness anei anxiety 
may also be emph^yed ^.luring an 
exacerbation ot the chiUF.s illness or 
other medical crisis, althcnigh as Matts- 
s<Mi" has indicated, they may experience 
later a *Vcbound phenomenon" involv- 
ing feelings of depression or irritability. 
Rationalizatic^n is another C(^mm(^n defense. S(^me parents 
•may feel that the child's disabilii:^' has helped the whole 
family (which may be true but may help also t(^ ward off 
to(^ strongly feelings of sadness or resentment). Many parents 
also use intellectual methcxJs of coping, by reading material 
or attending lectures dealing with the medical or psychologi- 
cal aspects of their children's disorders. Identification with 
other parents whc^&j children have similar disabilities can 
be of positive value to many, though not all, parents, and 
a number can IxMiefit from being able to help other parents 
who are beginning to face a similar experience. 

Maladaptive patterns of parents also fall along a con- 
tinuum. The largest group tend to be (weranxious, over- 
prcHective, and overindulgent, with difficulties in setting 
limits on the child's demands. These parents usually have 
been unable to deal successfully with feelings of guilt about 
failing to "protect" the child from becoming sick or disabled, 
transmitting the disorder to the child if the disorder is knou n 
to have hereditary components, or not wanting the child 
(originally At times the illness of injury reactivates parental 
cconflicts related to the death o( a relative, or the chfld 
may have experienced a serious illness at birth or in infancy 
from which he was not expected to reccn'er. Temperamental 
differences, the developmental stage at which the ciisorder 
appears, and other factors may help dctermme the chilli's 
response to these parental patterns. 
At the other end of the continuum is a much smaller 
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In some families, any social stigma attached to the child^s 
disorden^^may be felt so keenly by the parents that they 
may unconsciously isolate the child within the family. 



group ot parents who have been unable to accept the child's 
disiibiliry. They experience the same feelings of guilt and 
resentment over their child's disorder, but react differently 
from the first group because of their personality patterns, 
previous experiences, marital conflicts, or other factors. This 
group may deny the extent of the child's disorder and may 
push him beyond his capacities. A few 
parents mny need to deny the child's 
illness l^ause of irrational fears that he 
may die suddenly, no matter what the 
cause of the illness, fears that may be 
transmitted to the child. Others in this 
gn)up may project the blame for the 
child's difficulties with his disorder onto 
the medical staff, and may px)stpone 
seeking help, may be reluctant to accept 
recommendations for treatment, or may 
unconsciously "forget" them. Some of 
these parents may unconsciously per- 
ceive the child's defect as reflecting their 
own, based on past feelings of inadequacy or guilt, or as 
representing "retribution " for their own past transgressions. 
They may unconsciously wish the child had not survived, 
to stand as a visible reflection of their own limitations. 

In some tamilies, any social stigma attached to the child's 
disorder, as with epilepsy, may be felt so keenly by the parents 
that they may u nconsciously isolate the child within the family. 
Lack of knowledge about the etiology of the disorder may 
contribute to such behavior, as may cultural beliefs about the 
"evil eye." The roots are usually deeper, however, and often 
reflect some conflicts about this particular child prior to the 
onset of the condition. Some families may go to the extreme 
of isolating themselves from social interactions, while others 
may engage in a battle with society over the child's disorder 
and its implications. A few parents may blame the child for 
causing them inconvenience, or may openly reject or neglect 
the child. Children reared by such parents may become 
either qyerly responsible out of guilt, depressed and hope- 
less, or angr>' and rebellious. In either case, the child's feelings 
may interfere withself<are or response to treatment. The sick 
child thus may behave as if he were the parent of his parents. 

Reactions of 
Siblings 




disorder that the siblings may feel left out or neglected. 
Occasionally the parent will "devote her life" to the care of 
the ill child because of marital conflict or a "need to be 
needed," with the result that the siblings and even the 
husband are actually neglected. Situations of this kind may 
lead to jealous and demanding behavior, open complaints, 
aggressive or destructive behavior, 
psychophysiological disorders, or learn- 
ing difficulties, among others. Younger 
siblings may even pretend to have the 
same illness, while older children and 
adolescents may develop similar con- 
version symptoms. Young preschool 
children may be expected to under- 
stand the handicapped child's problems 
before they are capable of doing so, 
at a time when they have a great 
need for affection themselves. Children 
and adolescents may become "too good" 
out of guilt over being well, or may 
develop overly self-sacrificing attitudes and behavior 
Resentment and other responses are common and intense 
in families that tend to avoid open discussion of feelings 
of any kind. An open acknowledgment of the contribu- 
tions of the siblings to the ability of the family to 
cope with the difficulty may relieve some of their 
burdens. 

Initial Management of 
Chronic Illness or Handicap 
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n certain families, one parent (most often but not always 
the mother) may out of unconscious needs devote so 
much time to the care of the child widi the chronic 
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T^he approach to management begins with the onset 
of the disorder, whether catastrophic or gradual in 
» nature. The way in which the child and family are 
helped to pass through the phases of impact and recoil, 
with adequate grief reactions, and to begin the process of 
restitution, with the acceptance of change and with appro 
priate inquiry and planning, will help to determine the 
nature of the long-term adaptation. The management of 
psychophysiological dis()rders, which may produce states of 
chronic illness or handicap, involves some special considera- 
tions, ^2 as does the handling of the parents' initial response 
to the birth of an infant with a congenital abnormality. 

A study carried out in the Child Devek)pment Depart- 
ment of the Institute of Education in London strongly sug- 
gests that the earlier the parents of children with Down's 
syndrome are told of their child's condition the bettor are 
their long-term acceptance and «idjustment. Seriously 
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When one asks the child what is the most difficult thing 
about his illness, one can often get valuable clues 
that can lead to significaiitly supportive measures* 



damaged and profoundly retarded children may have to be 
placed in an institution, although medical group foster 
homes are better (though few). The majority of retarded 
children are mildly retarded (50-70 IQ), and should be kept 
at home if possible with support for the parents. They can 
learn to read, write, work, and live independently, and most 
do not give birth to retarded children. 
A large number of these are retarded 
only because of sociocultural depriva- 
tion. Many retarded children develop 
emotional problems because of parents' 
guilt Or hopelessness on the part of 
parents and teachers; these can be 
treated, and special vocational projgrams 
can be most effective. Too often the strik- 
ing devotion of these children and their 
roles in caring for other family members 
is not acknowledged. 

The Approach.to 

the Child 

I' t is important that the physician interview the child 
alone in order to give him or her an opportunity to 
»ask questions and to air misconceptions that may 
negatively affect the self-image. These may include the fear 
that the illness represents punishment, that he or she will 
not grow up to be a man or woman, or some of the other 
confusions abc^ut body image mentioned earlier Only by 
understanding the patient sown thoughts, feelings, and fears 
about the condition can the physician or health associate 
offer focused rather than blanket reassurances, and make 
sure he understands the condition as fully as possible. As 
Levy^ has pointed out. some of these feelings may be ex- 
pressed during the course of the physical examination, as the 
result of judicious questions about the child's feelings about 
the illness, the ways his body functions, and his ideas about 
why he is sick. If the young person shows resistance to treat- 
ment, only open discussion of his feelings about treatment 
procedures, his condition and his future oudook. and his 
parents' reaction can be of significant help. With adolescents, 
it is valuable to discuss the problem also in a family interview 
in order to promote open and supportive communication 
about the handling of the condition. As a general rule, the 
professional caretaker should avoid an aUiance with the 
child behind the backs of the parents. 

Again, the training and experience of most physicians 
or od^r health professionals often militate against discussing 
O ^ 




a child's chronic condition on the grounds that the child 
may become discouraged or depressed if forced to think 
about the implications for his future. On the contrary, most 
older children and adolescents are preoccupied with such 
thoughts, and an opportunity to discuss them and provide 
accurate medical information can only be beneficial. The 
chance to ventilate frustrations, fears, 
discouragement, and resentment is 
usually eagerly seized upon and, after 
discussion, the reality of the future is 
often more positive than the uncertainty 
of his fears. Also, one can sometimes 
learn from the child himself facts about 
his illness or his family situation which 
did not come to light in the parents' 
history. 

When one asks the child what is the 
most difficult thing about his illness, one 
can often get valuable clues that can 
lead to significantly supportive mea- 
sures. If he says the kids tease him at school, one can give 
emotional support but can also contact the teacher to help 
him or her to understand the illness and to communicate 
such understanding to the patient's fellow sUidents. If a child 
with hemophilia says that his disorder was caused by his 
"running around too much." one can reassure him specifi- 
cally that it was not his fault, but can also deal with his 
parents' guilt and help them discuss the reality of the 
situation with him. Here, the use of figure drawings can be 
helpful in understanding the child's body image or feelings 
about himself, his illness, or his family's response. ^7 

By asking a child, up to early adolescence, for "three 
wishes." "Would you like to get married and have children?" 
or "Tell me about a good (or bad) drea^n," one can ordinarily 
get very quickly a helpftil picture of a child's feelings about 
himself, his family, and his iltiess. In general, if the child 
has a physical illness, his first wish will be to get well, unless 
unconscious secondary gain from illness or other related 
psychosocial problems are strongly involved. Oiildren with 
primarily psychosocial problems may also have a first wish 
to get well; more commonly, they will wish for something 
unconnected directly with their disorder,\ indicating fears of 
getting well, of having to be independent, of growing up, 
or other conflicts involved in the unconscious secondary 
gain or odier aspects of the psychosocial disorder 

Preschool children ordinarily wish for things for them- 
selves. though they may remember their parents. Older 
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Blame may be projected onto medical or nursing staff 

or onto the spouse. 
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w ho have successfully negotiated the initial phasic responses 
may encounter significant problems, however, in the face 
of the very real stresses involved, including financial 
burdens, physical strain or fatigue, discouragement, emo- 
tional depletion, and the necessary rearrangement of family 
patterns of living. At each stage of the child s development, 
parents also need to mourn again. 

One of the central difficulties for 
parents of children with chronic dis- 
orders is the handling of the depen- 
dence-independence dimension of 
child-rearing. Some younger children 
tend to cling to dependency for security, 
and their parents may have difficulty in 
encouraging the child to "move out" 
physically, socially, and academically 
within realistic limits. Others may try to 
push the child toward unrealistic inde- 
pendence, with the child clinging or at 
times defiant in response. Most parents 
also have difficulty in talking with the child about his condi- 
tion, and some may even hide the facts from him. Difficulties 
in communication may occur between the parents also; a 
father may be unable to talk about the child's disorder and 
may give the child's care to the mother while staying away 
from the situation. Parental overprotectiveness in this regard 
may limit the child's ability to show concern to the parents. 

Parents may differ between themselves in their percepK 
tions of the child's limitations or capacities. This may lead 
to the situation where one parent pushes and the other 
protects the child, with consequent serious marital battles. 
This is especially true if marital disagreements have been 
present prior to the onset of the child's disorder. The result 
of such battles in families of children with chronic disorders 
may be divorce. Some parents search ceaselessly and make 
unrealistic sacrifices for new and hopefully miraculous treat- 
ments; they may also resent the child's failure to be grateful 
for such strenuous self-sacrifices, dcvelopirig ambivalent 
feelings toward him as a result. This tends to contribute 
strongly to a sense of guilt over imagined disloyalty to the 
parents in a sick child. 

Although such problems occur, a surprisingly large group 
of parents can adapt successfully to the problems involved 
in rearing a chronically ill or handicapped child. Such parents 
can, after the initial phases of response, come to understand 
and accept the child's limitations; they can permit depen- 
dence within limits while helping the child move toward 
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appropriate independence and self-care. They can 
encourage regular school attendance, and can guide the 
child in developing compensatory physical and intellectual 
activities. Such parents see that only the most necessary 
restrictions are placed upx>n the child, and that he has op- 
portunities for adequate social and recreational experiences. 

Parents who have successfully adapted 
in this way usually rear children who 
can successfully cope. In coping with the 
a>ntinuing strain of the situation, how- 
ever, they tend to use some denial in 
dealing with an uncertain future and in 
maintaining hope. Etenial and isolation 
of feelings of helplessneSvS and anxiety 
may also be employed during an 
exacerbation of the child's illness or 
other medical crisis, although as Matts- 
son^^ has indicated, they may experience 
later a "rebound phenomenon" involv- 
ing feelings of depression or irritability. 
Rationalization is another common defense. Some parents 
may feel that the child's disability has helped the whole 
family (which may be true but may help also to ward off 
too strongly feelings of sadness or resentment). Many parents 
also use intellectual methods of coping, by reading material 
or attending lectures dealing with the medical or psychologi- 
cal aspects of their children's disorders. Identification with 
other parents whose children have similar disabilities can 
be of positive value to many, though not all, parents, and 
a number can benefit from being able to help other parents 
who are beginning to face a similar experience. 

Maladaptive patterns of parents also fall along a con- 
tinuum. The largest group tend to be overanxious, over- 
protective, and overindulgent, with difficulties in setting 
limits on the child's demands. These parents usually have 
been unable to deal successfully with feelings of guilt about 
failing to "protect" the child from becoming sick or disabled, 
transmitting the disorder to the child if the disorder is known 
to have hereditary components, or not wanting the child 
originally. At times the illness or injury reactivates parental 
conflicts related to the death of a relative, or the child 
may have experienced a serious illness at birth or in infancy 
from which he was not expected to recover. Temperamental 
differences, the developmental stage at which the disorder 
appears, and other factors may help to determine the child's 
response to these parental patterns. 
At the other end of the continuum is a much smaller 
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A child with a chronic condition that limits his activity 
often has intense feelings of anger or aggressive impulses 
that cannot be discharged through activity in a healthy fashion. 



i Anticipatory j^uidance regarding problems that will face 
the child or adolescent with a chronic disorder can do much 
to prevent difficulties. Parents and children should be care- 
fully prepared for necessary medical or surgical procedures 
, i>r for new steps or phases during the management. As 
I Mattsson^^ has pointed out, such preparation can help 
i to mobilize their psychological defenses 
and intellectual functions, thus support- 
ing their coping with stress which is 
anticipated 

In the coun>e of an illness» the phy- 
sician can assess the progress of parents 
in handling their feelings about the 
child's disorder and in arriving at realis- 
tic measures of child-rearing. Through 
pediatric counseling, he can help them 
to become aware of tendencies toward 
overprotecrive, ovenndulgent, cwerre- 
stnctive, or neglectful behavior toward 
their child. The most effective way is to 
make a tactful observation (gentle confrontation), based on 
a generalization and followed by a question. "Most parents 
with a sick child have trouble letting him try diings on his 
own, like taking medications by himself; Tve noticed that's 
a problem for you sometimes — have you thought about it?" 
Or, ''All parents get tired and frustrated at times with a sick 
child, and may wish they could just walk away. Tve noticed 
you get irritated sometimes. Is it hard to concentrate on 
what Johnny wants then?" 

Overindulgent or overpermissivc parents may need to be 
given "permission" to set limits on their child's behavior or 
demands; they can be helped to deal with their guilt by 
being told that limits will help, not harm, their child. This 
can be offered in the context of a discussion of the child's 
need to live as normal and happy a life as possible, within 
his range of capacities, with the added observation that all 
children need and want some limits, and are not really 
happy if all their wishes are met. 

If the father is distant or unin volved in the child's rearing, 
the physician can talk to him alone about the importance 
of his relationship to his child. He can help the father find 
activities that he can genuinely share with his child in 
order to help him or her develop compensatory interests 
and skills. This is easier for many fathers if the child is a 
boy but he can be helped to sec that a daughter needs 
signs from him that he values her as a person and as a woman- 
to-be The physician should also try to evaluate by tactful 




questioning whether the handicapped child's siblings are 
being given appropriate attention and affection by the 
parents. If not, he can point out their needs in a sympathetic 
and noncritical fashion, and can make suggestions as to how 
their needs can be met. Psychiatric consultation can be 
helpful for parents who show the maladaptive patterns men- 
tioned earlier. A measure almost univer- 
sally of value to the entire family is to 
teach parents to identify and acknowl- 
edge an act of devotion or of caring 
on the part of a child. 
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Long-Term Management 
of a Chronic Disorder: 
Wor k with the Child 

s with the parents, the continuity 
^ of the relationship between the 
child or adolescent and the 
physician or other health professional is 
the most basic principle in the approach to long-term man- 
agement. If the physician leaves town or is away on vacation, 
it is important that any intercurrent problem^ be handled by 
a professional with whom the child and parents are familiar. 
If the child is in the hospital when such absences occur, it is 
wise for the primary physician to introduce the child and 
parents to the physician who will be covering" for him. The 
continuity of the relationship with the primary physician 
enables him to offer more effective supp^^^rt and counseling 
along the lines of the development of compensatory interests, 
the handling of the dependence-independence dimension, 
and the significant long-range goals and objectives. 

A child with a chronic condition that limits his. activity 
often has intense feelings of anger or aggressive impulses that 
cannot be dfscharged through activity in a healthy fashion. 
It is important to let him verbalize these feelings if possible 
and to permit him to discharge the.iriipulses through 
channels of play that are appropriate to his condition. For 
example, a child immobilized in* a body cast can be encour- 
aged to make up stories or to dr^w pictures that will express 
his feelings or impulses. Qiildren confined to bed at home 
can, with a plastic sheet covering the bed, use "play dough" 
(made of flour, salt and water) that permits them to "squeeze 
hard" and to discharge regressive impulses to soil and mess, 
in addition to the therapeufic v^ue of acting out their 
feelings in fantasy around symbolic meanings and activities 
of the figures, animal or human» they may create. 



9 



The American Family 



Allowing the child a chance to ask questions freely. •• 
can encourage a sense of confidence and mastery. 



/ 



In the hovspital, a variery of task-oriented activities can 
of value. These may be offered under different profes- 
sional umbrellas. (.Kcupatiofial therapy, recreational therapy, 
anv^ activity therapy. Their metkxis are somewhat different, 
but their goals are similar: to help the child achieve pleasure 
and success, sometimes for the first time since the onset of 
hi.s illness or handicap, which he can use 
m later activities; to encourage his par- 
ticipation in K^oup activities; and to 
prepare him to return to task-oriented 
envleavt>rs m sch(K)l or irwtxrational prcv 
«^ran1^ in children, such activities are 
U*st inre^,'ratetl into a play pro^'ram, with 
opportunities tor appropriate expres- 
sion of feelings. Educational programs 
ot a flexible nature are also important 
in hospital settings to help the child 
retain his orientation toward learning. 
Some ventilation of feelings may be 
involved in such programs. > 
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During the course of the chronic condition, parents and 
child can be helped to focus on small day-to-day steps, 
thus encouraging hope while not arousing unrealistic 
expectations In the hospkal, attention can be directed to 
progress in physical therapy or increase in activity to the 
point of being discharged; at home, encouragement can be 
offered toward gradual resumption of individual activities, 
within realistic limits. Gradual redirection of the child's 
interests may be of value so that he can compensate for 
activities denied to him and come to excel in new ones. 
Allowing the child a chance to ask questions freely and 
encouraging him to take an active role in taking his own 
mcdicme. regulating his diet, etc., can encourage a sensj 
of confidence and mastery. All along, parents and child can 
be helped to ventilate feelings of frustration, resentment, 
discouragement, confusion, fear and guilt. It is also useful to 
encourage groups of children to discuss their concerns about 
their families. Pediatric discussion groups have been helpful 
for both parents and children.^ Psychiatric consultation may 
be necessary for children and parents who have difficulty 
in coping, and intensive psychotherapy may be indicated, 
along with medical measures, for those who are showing 
signs of the development of maladaptive patterns. 

Although a book is no substitute for a relationship with 
the physician, nurse or health associate, parents can receive 
important information about the approach to their child's 
problems from the publication Caring for Your Disabled 



Child, by Spock and Lerrigo.^o which deals sensitively with 
the feelings of parents and children while offering sensible 
advice about a great many things, including such matters as 
play activities at home, the support offered by parents' 
groups, and agencies in the community that can offer help 
in rehabilitation, vocational training, etc. 

Comprehensive 
Care 

he writer's experience and that 
of others w^iujd indicate that 
patient-family satisfaction is 
much greater when continuity of contact 
with a primary and ccxirdinating phy- 
sician is maintained. The Academy of 
Pediatrics recommends, in its Standards 
of Child Health Care, that a primary 
physician be assigned at the outset of 
the hospitalization to act as a liaisb» 
with the parents, the medical and nurb 
ing staffs, and consulting mental health and other profes- 
sionals. In the writer s opinion, the principles of continuity, 
communication, collaboration, consultation, and ccxirdina- 
tion should be maintained on an outpatient as well as an 
inpatient basis. 

Fatal 
Illness 



M'any of the problems already mentioned are seen 
during the course of management of fatal illness ! 
- — . and the diffcult task of handling' a dyinu cht'ul. 
The explanation of the diagnosis is not easy, however genf ly 
put. and parents show she xrk, denial, anticipatory mournirji;/ ! 
and other aspects of the phasic responsc»s Helping parmts i 
to mourn constructively is the most important task and may 
prevent other problems. P-arents (and hospital .staff) are 
often afraid of the child's respon.se. The v()ung child who is 
dying expresses mainly his fear of separation from his parents 
and his wish to avoid pain, as he has as yet no true concept 
of death. Older children and adolescents uhen have more 
understanding about impending death than parents or hos- 
pital staff may realize, ^-^ and even yt^unger children benefit 
from an opportunity tc^ express their ccincern abou 
depressed parents. Staff members often maintain an uncon- > 
scious * conspiracy of silence.'' and may slay away from ihe 
child to avoid the topic. ^« The recent tendency is to tell j 
children over nine years their diagnosis, with the (vrmission J 
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of the parents, and to answer their questions honestly 
^Assuring them that relief from pain will be available and 
that they will not be left alone is impc^rtant. The mutuality 
of caring is the most valuable resource for the "mourning 
work" ot both parents and children 

Parents should be encouraged ^ to help care for the child, 
It pt^ssible. vvnth much emotional support from the staff. If 
It IS their religious custom, they should be permitted to 
hnn^ other family members m to mourn with the child. 
Some parents now wish to take the child home to die. with 
\ Kitj> and support trom the staff All parents should be seen 
within several weeks after the child's death in order to 
assist mourning, to prevent a "replacement child" and to 



utilize the resources of the family relationships most fully 
In severely traumatized families, the use of a trained family 
therapist should be considered. 

Summary 

It is clear that the crux of management of children with 
chronic disabilities lies in the clinician s understanding 
of the nature of the impact of the child and his limita- 
tions upon the family and of the way in which the family 
responds to the child's needs. Without considerable aware- 
ness of these interpersonal forces as potential resources 
within the family no program of habilitation or rehabilita- 
tion can fully succeed. 



SELF-EVALUATION 
QUESTIONS 



1. Define what is meant by a chronic childhood 
disability. 

2. Discuss the concept of the social field of illness. 

Within the family equilibrium, specific reactions of 
I parents to chronic illness in children include four 
phases. Arrange them in order of occurrence. 

; a denial and disbelief 

b unrealistic fear and frustration 
I c realistic fear 

j d rational inquiry and planning 

j 4. Describe the reactions of the various groups listed 
I below to chronic disability. 

j a young preschool children 

I b late preschool and early school-age children 

c school-age children 

d adolescents 

5. Few children with chronic illnesses or handicaps are 
I troubled with difficulties in maintaining body image. 

a true 
b. false 

6. Describe the characteristics of parents who adapt 
successfully to the problems involved in rearing a 
chronically disabled child. 



7. Some parents, for a number of reasons, cannot cope 
with the burden of a disabled child. Etescribe the 
characteristics of this group. 

8. Differentiate between the techniques of initial 
management and long-term management of a chronic 
disorder. 

9. Comprehensive care of a chronic illness or handicap 
includes_ 

a. continuity of treatment 

b. communication 

c. collaboration 

d. consultation 

e. coordination 

f all of the above 

10. When managing a fatal illness in a child, the 
physician . 

a. should not discuss the topic of death with either the 
parents or the child 

b. can assure children they will not be left alone and 
that relief of pain is available if needed 

c. can help parents mourn constructively 

d. may be afraid of the child's response to knowledge 
of the fatal illness : 

c. all but a ! 
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TUoavds S/asz ( 1 961 ). Erving Goffman 
( Tliomas Schcff (1966). Robert 
Scott (1969) and Dorothea and Benja- 
min Braginsky (1971) taught us to un- 
derstand "handicap** categories as 
well as the term * 'handicap" itself as 
nict4)h(>rs They laid the groundwork for 
thrnkmg about so-caJled handicapped 
people as societally created rather 
than as a natural or objective condition. 
These .same authors and their associates 
in the intcraeUi>nist oi labeling schiH^I 
pointed to the importance of the quality 
ami nature of ht)vv labelers mteract with 
the lalvled as a prerequisite for under- 
staiuJmi; hamlicap ^sce Ixnicrt. 1967; 
(JoHman, 1961: :)avis. I%3; Wi.^- 
nun, I970r Ihe interlace of human 
service ajicncK's and clients became an 
r-a m winch si.cial researchers could 
develop theoretical perspectives on 
how labels and definitions were applied 
• il see Guhrium. 1975; Bogdan, 

While these researchers worked, 
parallel events (Kcurred in the social 
action and political arenas. It is not 
clear who borrowed from whom, but 
the social consiruciyiabcling school ap- 
proach to handicap was manifested in a 
concern for issues of legal and human 
rights of tluKse labeled handicapped 
(Kitlrie. 1971; Gilhool, 1973). Now a 
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strong **total institution" alx>liti6n 
movement is afoot and various peoples 
have formed handicap liberation 
groups. These include Disabled In Ac- 
tion, Mental Patients' Liberation, Na- 
tional Federation of the Blind, The 
Center On Human Policy. The Mental 
Health Law Project, nnd th'j National 
Center for Law and the H;inilicap|x:d 
(Biklen, 1974; Mental Health Law 
Pmjecl, 1973; National Ci>nimitlec for 
Citizens in Rducation, 1976) 

In the field f>f human services, con- 
sumer acMvisni and a new piot'essional 
const ii»iisnw'ss have spavK »ied iixual and 
legal iin|H'ralivcs s;ic!i .ts »lut' pi<»cess. 
"least restrictive cnviioiiments." the 
nj:h! to ticatnunf. ilelalvling, and 
norniali/alion I WnUenshei^er, 1972. 
WollensKi^er an.l /auha. 1973; Alx:- 
son. I974i At j»rcsent. h(»wcver, 
neither the MKial lese.irclicrs/lhcorists 
nor the social activists have developed 
an adequate conceptual scheme by 
which to examine collectively labeling, 
the moral and legal developments, and 
the structural and cultural aspects of 
differential treatment of people defined 
as handicapped. 

Our purpose is to intr(»duce the con- 
cept of handicapism as a paradigm 
th .nigh which to understand the social 
ex|>erirnce of those who have previ- 
ously Inren known as nifnlally ill. 
mentally retarded, ilei*. crippled, al- 
coholic, addict, elderly, deformed, 
deviant, abnoiinal. ihsahlcil. ami haiul 
icappcd. Haiidicapisin has many paral- 
lels u> nicisin aiul .scMsni. We ileline it 
as a sot of a.ssmnptions and practices 
that proinote the diHcrential and un- 
equal treatment of |H.i»plc kca.ise 4»l 
apparent or as.sunied physical. iiienlaL 
or behavioral ditlerences ' Three 



terms-^ prejudice, stereotype, and 
discrimination — are inherent in our 
analysis.^ 

Prejudice is any ovei simplified and 
overgcneralized belief about the 
characteristics of a grpup or category of 
l^eople. Pa'judice toward the so-called 
handicapped is indicated by such in- 
dicting assumptions as: they are in- 
nately nicapable; they are naturally in- 
ieiiorUhe mind set is **Thank God. I'm 
not you**); they have unique per- 
si>nalities. different senses, and differ- 
ent tolerances than the run-of the mill 
citi/en; they hiive more in common 
v^ith each other than with nonhan- 
dicapped p.rsons and. therefore, they 
like ti> be with (heir own kind (sec 
(ioMman, 1963; Wright. I960) These 
beliefs provide the background as 
snmptions hn-onr actii>n toward jx'ople 
labelcil handicapped; they are the es- 
sence of handicapism. 

Whereas ** prejudice" is the general 
disposition, stereotype refers to the 
specific content of the prejudice di- 
rected toward specific gmups The 
mentally retarded, for example, are 
believed to be childlike, to enjoy boring 
ri>utine work, and to be oversexed 
(Wolfensberger. 1975). The elderly arc 
said to have deteriorated intelligence 
am! are presumed to be unhappy and 
uiulerscxed The mentally ill arc ex- 
pected to be erratic in their behavior, 
arc considered dangenjus and buarre.^ 
es|H:ciallv during the full nuKJn (see 
Schell, 1960; Biklen. 1976). The deaf 

' Authors who hava discussed handicap- 
ped categories as minonty groups include: 
DeJrter. 1964; Wright. 1960; Yuker, 1965; end 
Oellmen. 1959 

See Yinger. 1965 an'1 Allport. 1954 kK e 
discussion 01 the use of these terms in the 
study of ethnic relations 

.s(k:ial mui s 
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arc cmisidcrctl tcmfic puinicrs: the 
blind arc supposcil to be mchmLholy 
(sec Sctni. :%^). Jcrnigan. \97^), \n<] 
sup|x)sciflv, oiK'r an alc(^lu)li{ alwavs 
♦in alct)h()ht . While sets of sicrci^Jypcs 
<^arc^>ricn ooflradictory . fhcy arc 
ncvcnhclcss scriDiisly regarded by a 
nui»»beri>f pcDjiU; and arc used lo justily 
particular nioilcs ni trcalmcn! Thus ihc 
rvianlLil can be Ireatcd hkc i hildten. 
the elderly ignored, aiid the* mental!) ill 
Ivvked up 

Allhi>ugh inaccurate, a stcrci>iyp»: is 
ollcn sieaiUasily maintained. The 
ni.ii itaining processes are themselves 
part ot handicapism First peers and 
culture supjx>rt the transnussion of 
sicncotvpes and therefore constantly 
reinforce them. Second, groups like the 
handicapped arc isolated, have few op- 
p<>rtunities for mtimaie relations to de- 
velop bctvrecn themselves ajid the so- 
called normal people, and conse- 
quently have little chance of disproving 
the stereotypes. Last, and perhaps most 
important, handicapped people are 
treated in ways that correspond lo their 
stereotypes and are rewarded for living 
up to others* image of them (see 
Lcmert. 195!) Thus they leam the role 
ot the handicapped and faJ! victim lo 
the self-fulfilling prophecies (Mertoii. 
Vhl), 

*'l*rejudu e*' and '*stcret>ty[H;*' jHunt 
lo the cognitive and ideological sub- 
stance of hai.dicapism. The concept of 
Ais'-nmtnn:ion provides the structural 
iuid behavioral aspect: Unfair and un- 
cijual treatment of individuals or 
groups on the basis of prejudice and 
stereotypes translates tnto discrimina- 
tion. Standards of fairness and unt iir- 
ness vary from society to society and 
fnMii tnne to time as the social criteria 
U^x ciiu.ility or discrimination change m 
ice with social values. At one 
tin.s .t was (^'onsidcrcd the natural slate 
i>f slaves to* labor in the fields for the 
economic benefit of others, and for 
mamcd v^om^ to serve their hus- 
bands; the treatment they received was 
not thought to be unfair. Similarly, 
handicapped people are generally 
thought to expcnence relative equality 
In this society especially since the ad- 
vent of various categorical social ser- 
vice programs They are considered to 
occupy their rightful place and to re- 
ceive deserved treatment. For example, 



few pci>ple question the practice of 
rescinding dnvcrs' licenses, finger- 
printing, and taking imig shots ()f 
pci)plc adimilcil to stiitc nu'ntal institu- 
tions despue the iact that there is no 
cMilencc that fonne. piiMcnts of state 
mental hospitals arc involved in any 
more accidents orci^mmit more crimes 
than typical citizens (Schef*". 1966; 
Ramadas, l*>75). It is c<|uyJly common 
for public schtx)rdistncts to segregate 
handicapped children into special clas- 
ses and even separate ' * spc c i a T ' 
scho*)ls although there is no ernpincal 
evidence to support any henclit, either 
educa'ional nr sixial, that results from 
segregated services. These kinds o> 



Two researchers who 
examined the 
relationship between 
physical attractiveness 
and crime in various 
media found that 
physical ugliness and 
physical differences are 
often associated with 
violence and other forms 
of crime, as shown in the 
media. 



policies and practices discriminate 
against people uith disabilities They 
are part of handicapism 

In the remaining pages we w ill dem- 
onstrate how handicapism manifests 
itself in personal inierardon, in the 
organizational structure of the larger 
s^iety. and in human .service policy 
and practices Our purpose is to iden- 
tify and illustrate handicapism in these 
spheres, and to demonstrate the useful' 
ness of the concept as a paradigm for 
social scienti.sts. We have based our 
discussion largely on cunent lawsuits, 
studies reported in the professional lit- 
erature, and our own research and ex- 
periences in the area of social policy 
and disability. 



HANDICAPISM IN 
INTKRPKRSONAI. REI ATIONS 

Handicapism arises in the contacts 
between handicapped and so-called 
typical people as well as in the private 
conversations of typical people when 
the handicapped are not present. In 
face-to lace contacts. labeled and 
non labeled persons chr.racferisncally 
display anxiety and strain about how 
each will be perceived bv the other 
(see Davis. 1961; Goffman. 1963; 
Wright. I960). *'The stigmati/.ed in- 
dividual may find that he feels unsure 
of how we normals will idenlily him 
and receive him" (Goffman. 1963). 
And the so-called normals feel that 
the stigmatized individual is too 
ready to read unintended tneaning 
into our action. This self-conscious 
uneasiness results in a number of 
handicapist practices. For example, 
nonhandicapped persons avoid con- 
tact uith *'nonnormals *' When they 
are forced into contact they tend to 
seek the earliest possible conclusion. 
When there is contact there is also the 
tendency for the disability (the al- 
leged difference) to take on tremen- 
dous significance in the nonhan- 
dicapped person's mind, it bcc^omcs 
the master status (Davis, l%IV*^Jhis 
often results in the nonhandicapped 
person cither being overly gtijcious 
and overly sympathetic (**lt must he 
hell to go through what you go 
throuiih") or patronizing ("What a 
lovely belt, did you make that ail by 
yourseirr*) or in some other ways be 
insensitive or ignore people with dis- 
abilities. One'such behavior is to treat 
them like what Goffman (I960. 1963) 
calls **nonpersons." 

In casual ct)ntacts with the h.ind- 
icapped, normals tend to nic;i /ire 
them against the stereotype and such 
contacts reinforce common 
stereotypes. An example may help to 
demonstrate this process. Recently a 
number of typical skiers observed a 
blind skier coming down the slope. 
They spoke about him and his "amaz- 
ing feat." They commented on how 
*'truly remarkable" that he could 
have the courage and fortitude to do 
what must be exceptionally difficult 
for a person with no eyesight. From 
the tone of their comments it was 
clear that they did not perceive this 
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person as Any /fr/iinarv blind person 
The stghu d skiers did nol qucMuJn 
their siereoiNpcs of ihc blind as ph\ s 
ically inept Instead, lliey confirmed 
the siereotvpe b> i lassifyinj: this 
skier as an exi*cpinn» lo the rule — as 
"aiii.i/ini: "I! he viere not .skiing but 
Mtlme HI the next lo the lire, 

one fniehl expeet lo lieai passer^ bv 
^wlii^pi rt'»i' III I ael' other sofiu ihin^ to 
tins etleet "h s a shaiiK* thai blind 
pe«^pl». Ii.ise lo ijhss (v.i\ :)n so mui h 
lun 

llanOKMpisMi IS also rpamlesled 
and perpeiu.'ted between normals 
when i\oi ih ihe picsenLO ofdisabinl 
peopk Sii-re.Hvpes and piepidiee 
abound m dail\ eonvcrsation: * /*'>oa 
Awni J.ine is ^iHiij' blind " "I'd kill 
fi- clJ d I were as<ltsabled a*. I.uke 

vasiiji inlcrpersonal convrisa- 
.,tin I hea\> with handieapist 
plirases. "D'd vou hear the one about 
iiie/Nf>/(^/^ \vho ihreu the cloek (tut the 
window'^' '*lt\s like \y\c hltnd lead 
inv (be " '*Yoirmust think l in 
(ra:i/^ 'You babbling idiot 
•*What aie you. </< (ir'** **Someorihe 
students are real rchirds- ' 

HANDU AI'ISM AT TIIK 
SOCTKTAI. I.KN FL 

To tindListan<i handieapism at the 
soeicial ir\cl one must analy/e the 
culture and structure of basic institu- 
tions loi MMmfesiaiions n( prejudice. 
siere(M\pes, and discrimination. 
I urthti . nue iiiusi exaiihne the legally 
sanctioiied and illegal syMematic mis- 
ireatnieni ol people because ol al 
leged physical, mental, and behav 
loral dilleieiices And. as mi p<"rsonal 
intera.clh^u. one must study Ihjw 
Hiajor NO lelal tnstilulions roiitinelv 
reinforce and perpetuate prejudice 
and s:ercot\j>es Smcc this bnet arti- 
cle can ordy mwoduce the hand- 
icapi*-!)! pai.idt).iii and not exhatis- 
livc'y elabor.ife it. societal le\el 
liandicapisiu is ,»onrayed in only liuir 
of the man> possible areas: ( I ) imaj:es 
(»l the handicapfK'd in ihe media; i2) 
ph\ .ical and liferacy bairiers lo par- 
luipauoii; {\) <liscriminat«>ry laws, 
rules, and icjiulations; and (4) exclu- 
suni from basiv orgam/aiu^ns. 

Mc(1i!i iiua|>vs 

1'o what extent docs ihe mass media 
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present prejudicial ;ind stereotypic 
m>ages of the hanthiapped? What is 
ihe specific content of that imagery? 
What eftccl do'!s it have (;n those -.vho 
l(H>k al II? Impression and data stip- 
gcst as siarting hyjH)the*;rs that mass 
media preseiil prejudicial 3nd stereo- 
typic imai'cs td* the handicapped. 
Atter revijwin; imjL'c*. of mental 
illness in the media. SJicff (l%6) 
cc^ncUule^ diat mental patients appear 
stcrcoi\pically asbi/ane and danger- 
ous. Necdlenian and Werner, two re- 
searchers who examj;..-vl the lelation- 
ship between pbysu.d attractiveness 
and crime in various media, found 



hunchbacked, wan-nosed old lady to 
accomplish her ;crror Dopey has 
Down's syndrome-like features and 
lives with the other childlike dwarfs 
in the forest. Then there is evil Cap. 
lam flook with the patchcd-cycd pi- 
rates o{ Peter Pan fame. 

In addition to movies and chil- 
dren's stories, cartoons appear to be 
impi^rlant carriers of haiuhcapist im- 
ages. * * Stupid idiot / ' "moron,' * 
"dumb." and "cra/y" dot the land- 
scape of comic strip :apt!ons. Key 
offenders include prc:>tigious syndi- 
cated strips such as Beetle Bailey" 
and "Archie." These comics nol 




(1074) thai physical ugliness and 
physical differences arc often associ- 
ated with violence and other forms of 
crime, as slunen in the media. Our 
ow/i study of horror movies, which 
are expenencing renewed popularity 
on the Antcrican s^ cue. reveals a 
clear a* sociation of physical and men- 
tal h;indicap w itli acts id vi(deiice aiul 
hale. In chtldreu\s stones there are 
mcMiably hunchbacks, trolls, and 
t)ther deformed and therefore sup- 
posedly frightening people hiding 
under bridges and in forests to grab 
pretty children w ho might be passing 
by. Disney, for example. Irecjuenily 
promoted handieapisi unagery The 
w ickcd witch wlu> gives the beautiful 
.SnowvWhite the poison apple has lo 
change from a beautiful woman to a 



6u 



only confirm prejudicial and 
sicfcoiypic aiiiiudcs toward people 
with disabilities, they also reveal that 
everyday words that refer to specific 
groups have become general curse 
words. 

Handieapism takes more direct 
fonns in the media as well. Often 
newspaper articles link crimes with 
various <lisabiliiies as if the disability 
wa.^ the cause of the crime. For exam- 
ple, in an Associatei/ Press release 
published across the country a mur- 
derer who was scheduled for execu- 
tion v as referred to as "an alcrtholic 
and mentally incompetent psychoiic 
who was mentally retarded" 
l urther. ihe media f^ronuile images of 
the handicapped as helpless by selee- 
lively covering certain events and rc- 

SOCIAL POLICY 



tusifU* In . -UK fs I i){ . X.iu.plc. 

V hen Krniu ih K rfwivn |M. -.uU'n( ol 
the N'aiuMi.il I'cdci.iiion i)f ihc H!:iul. 
i .iIk-J .1 prosv < Djitcrcik tor im»c ol 
his i:ru»ip s hiL'Mv polilicMl co'ilcr- 
cfKv's. lU'Avj.ipor ;nul U'ji-»jsii.n rc 
poniTs iLMHi.i'il ihr pohlft :ii •>r).Mni/u 
momjI coKU'iK. ti»r Ihcv w.initii. in- 
to Mrw corporate cxhibils o\ 
^Jlkmj aids. k\!d Jogs, jik! orhor 
N:crci>i\ p'ni! Miibols (il blindness 
OerniiMii !97^» The meuia pro- 
i)M ir Hii.iL'es ol ihc-H*TpIe>s h:ind- 
fi.ipi" } le, oriiiii' re^Mi!.jrl\ on 
clf.iiitx d w . ih If te.iiiire posters ol 
< M>; )( ,1 i liil-hrn T elellioris proiii.ue 
iiie N.n-h* iiii ie tv I heir fmiMaii infer 
c^l ^ ihiri s Mii»re ofien ih.iii no* [)ro- 
^.hifii ili.ii Jill' h uul'e.i[>ped i an be 
lielfvd *r. <fi.»firv. iliiis rejiiy rein 
*of. ill • ti UrMee ot .!e|>ent^onLe One 
pii(>lk s r^ !ce avK erf isi men I on men ' ^ 
«dl r 'f.vf { I, MM) fhal appealed i.ali,»n 
.ill .1 ne^^'paiVis .anl niaga/ineN 
V iMkit (... ^.M iijiK' *lle'II t>e CJ>:hl 
»' . rs f' I :he re^r ot li- . life '* I he 
'Vv {UP. '\.r. lit a c^iild Iz-mh oi a 
hfrtiid.iN . .ikt wiih ;*u'ht c.ifujfes I he 
I* t N.iU" «^as iJiretl aiul s(er< utvped; 
a p' ;ii.;\.*d if'.- -i Mrded is . lulvlt'kc 

fbe rlleit ol Mii. u; s i^t hk hand- 
1 If . I f tn iM'.'i'j.i f JH aiiilicntes lias iioi 
' ■ i'."cd. perhaps hceause of th: 
iviili^ IP f^(jljfin;^ suk.li mtliie"':- 
. One Lan liypi')th' * i/e. hoyAeM r. 
ii.ai I IS j'l iHiportant part ol' hatul 

'I .i; : i 

l liysicuf iiiid LitiTacy Barriers 
If you wore fold ihul because of yc lir 
raee or sex y >u \^^cic not ailov\ed to 
emer budding's and to ise pubhc 
K'deis. siiJe«valks. and mass transit, 
yiui ueuld tiam discnminatn>n . 
f'( i)OM' iM whi t Ichaii s arc denied such 
ji L L ss riij i!e|:icr ro u hi". h society's 
i »)ns:f i.i (Mils an I .Kcc*>swa\s un- 
1 \*eNSjf i!* I jiped . pariu ipation for a 
sii: Mti. anf se^Mnent oi our pop i!ation 
v..i.'fhe r * Mik^Icd is aprifirars irNheafor 
oJ h.u.vhi Mpisni Rerer. Iveifics have 
b"gim aJ establish access ordinj'.c es. 
biM that did nol save the New York 
(*itv P'lli.e Ironi an cnibai rassm^! 

iixli .ipi-i sitii.irion Fhcr^* a is j 
iU ion .t' t iiwi huim he(f h\ Disabled 
In \t iMJi; il »v Hi 'n.inv ot tl ( »• 
(L'S[.>rs. !.« i/> idci. tally wer" mi 
Aheeur.m^ * ! >tked a road and re 

MARl n WUU. I*)TJ 



Itived (o niove (he denu>n^tr:itors 
were about to be arre-lrd when Ihc 
police realized (tut the |j !s were not 
aetessiblc to wheektiairs — a clear 
v'olation ol '♦tale law 

Ki PKich Ihc same debilualmu lash- 
' n lhaf areh?!eciural barriers deny 
access to the physically disabled, 
v^niten directions (i e . for icsls. ap* 
plications, tonus, and signs) can pro- 
w le unfold obstacles tor the person 
who cannot read and write . Some 
p /(^ple leaving stale Nchool.s for the 
menially rciarded, U,t LXaniple. rc- 
por' that their mahdiiy to rc::d anvl 
write creaK's obvic^-is barriers for 



While federal legislation 
has mandated the 
rij»bf to public education 
for all children with 
disabilities, The 
Children's Defense Fund 
reported that over one 
million disabled children 
still remain out of school 
altogether, ostensibly 
because of their rusability 
or, more accurately, 
because of exclusionary 
policies. 



their nujbil'ty m a soeiefy that rclie.: 
so heavilv on u nttcn C(nrjn»unication. 
Most bus signs, maps, jrid street 
siiins re(|':irc the abfli'y to rejd. 
People wh ' ^.annot lc'»ni or sin pl\ 
uerc never tau^lil ic lead and w-rnr 
have .111 extremely ditficult time \vi;h 
the manv i.-rms such a.s income tax. 
emp}(^yn»Lni applicati(;ns. credit ap- 
plic:. .)ns aiuJ regi:»tratit>n for school 
Kec Oextei. 1964, tV^r a coniplett 
i{scussn)n), Bi'lhunc it is pencralK 
rissnmed t' at ev cry one can an(j 
shoi Id icad. It !• tenibly cmba.ras- 
sm^: Is well as lilJicidt for pi o| 
who don't f.ave an h ibdifies io \\\. 
mdependeniU 



Discriminatory and p:xclt)sionar> 
Laws, Rules, Etc. 

f*or niany years ii has been common 
practice for business enjplovers. m- 
suiancccompan.es. colleges ii>d uni- 
versities, and similar or^iam/alions to 
require applicanfs to identify their 
disability. The risMlLwas discnrmna- 
lion, so much so'ihat the 1973 Voca- 
tional Rehabilitation Act mandated 
no di.scriminatiou against disabled 
workers by agencies that are federallv 
funded Similarly, some states have 
passed legislation to end discrimina- 
tion by all employers and educational 
institutions (e g.. The IQ74 Flynn 
Act. otherwise known as the Disabil- 
ity Amtndment.s to the Human Rights' 
Law m New York Stale) A!M»Mhe 
1973 Vocational Rehabilitation Act 
established affirmative action re- 
quirements rbr federally funded cm- 
pl(\vcrs All of these deselopnients do 
not suggest that discrimination has 
er.ded merely that widespiead dis- 
cnmmation is now acknou ledgcd. 
Jobs often require physical exam- 
inaiions which amt^natically exclude 
disabled people foMn passmg. Iiou- 
ever, the C(nMts have ruled that all 
sp:reial rcqLiremenis must reflect the 
actual nature ot the job. Barriers n'lay 
not be perpetuated sirnplv for the 
purpose of arbararily excluding 
people uith disabilities 

Hducarion. another basic institu- 
tion m most people's live.v also prac- 
tices exclusion. Until the 1971 P'^RC 
V. CommortHtalfh o/_ Pennsyivcnij 
case (Lippman and Goldberg, 1973), 
ihe various states freely excluded 
many handicapped children from 
public education. While federal legis- 
lation has since mandated the ri>»hf U) 
public education for all c hildrc/i A.fh 
disahdiiics fp L, 9M42, the I.Jfiea 
tion for All f fand.c appcd Children 
Act), a private research/action group 
n he Children 's De cnse f*und. 1974) 
rcponed that over one mfllion dis- 
aJjJcd children still remain out o( 
school altogether, ostensibly because 
M their disability or. more accu- 
rately, because oi exclusionary 
po-icies 

^^till antither area rife with 
exclusionary policies is traiisporta 
tiou Clearly physical oarricrs c re:ite 
■ he greatest impediment to dis.«bled 
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people's use of mass transport, bui 
certain moiics of trans|>onalion have 
excludcil disabled people unless ac- 
companied by an aide. This ^^as the 
ca'^ for several air carriers until a 
recent challenge by Judy Heumann, a 
member of the Senate Labiir and Wel- 
fare Coiht:utice and, incidentally, a 
pci.son whose physical disability re- 
quires that she use a wheelchair. 

Service Delivery 

Inmicallv. h;indicapism nianitcits \\- 
self even in the organizations and 
institurions which have as their ofli- 
ciai duty the rehabilitation, care, and 
processing of people who are al- 
legedly handicapped. It seems that 
most systems that are operating today 
for (he handicapped are based on 
hanJtcapist principles. Even those 
that serve clients* specific clinical 
needs often perpetuate handicapism. 
First, although the Supreme Court has 
ruled that separate is inherently nn- 
equal, most programs for the hand- 
icapped arc segregated from the 
mainstream of society. Not only has 
society provided state institutions for 
the retarded, deaf, blind, and emo- 
tionally disturbed, governments have 
financed segregated schools, recre- 
ation programs, and sheltered work- 
shops. The large residential institu- 
tions and smaller day-service 
facilities bring together large num- 
bers of labeled people. Alternative 
integrated placements are usually un- 
available While this separation of the 
handicapped l.om the typical popula- 
tion has been recommended by some 
professionals to facilitate the delivery 
o! service s and thus improve the qual- 
ity ol life, rcsrarch observations con- 
tradict this handicapist assertion Re- 
search iM\ the ellicacy ot separate 
classes for handicapped children, lor 
example, does not show thai children 
in sepai.ite classes achieve any better 
than children in regular classes (Blatt, 
1956; Bennett, 1932; Cain and 
Levine, 1963; Cas.sidy and Stanton. 
1959; Goldstein et al., 1965; Hottel, 
l958;Pertsch, 1936; and Wrightslone 
el al.. 1959). On the other extreme, 
testimony in recent court cases in- 
volving state schools for the mentally 
retarded {e.g., Willowbrook (N.Y.), 
Partlow (Ala.), Pennhurel (Penn.). 



Iklchertown. Ternald (Masv)l gives 
vivid and definitive evidence of the 
dramatic regression of skills among 
people who have been in- 
stitutionalized. 

Thr cnltnre and stnictiire of service 
systt'iiis for the disabled often work to 
suppoit li.Huluapism People arc 
herded, kept waiting: and regimented 
in barren suiroundinps designed and 
inaintamed to fncilitate custodial 
concerns ol cleanliness and effi- 
ciency of plant operation (Blatt, 
197.5, Wolfensberger, 1975; 
Goffiiian, I%1; Roi'dan et al , 1974; 
Biklen, 1976; Gubriuu., 1975). The 
handicapped are forced to take end- 
less numbers of examinations. The 
residential treatment centers includ- 
ing nursing homes, state mental hos- 
pitals, and state schools exaggerate 
handicapist patterns in that residents 
are often denied personal posses- 
sions, have lew rights, few opportuni- 
ties for sexual and other expression, 
are dressed in ill-fitting clothing, and 
are often addressed by their diagnosis 
(i.e.. mongoloid, senile, schizoid, 
low grade). 

A cornerstone to the handicapism 
ol professional systems is that ser- 
vices to the disabled people are con- 
sidered a gift or privilege rather than a 
right. The American public gives bil- 
lions of dollars each year to charity, 
much of which is solicited in the name 
of helping the handicapped. This sys- 
tem of collecting funds demeans its 
recipients by supp<irting the prejudice 
that the handicapped are inferior 
people. Moreover, professionals whi) 
require charitable contributions to 
support their programs tend to distort 
rlic iin.ij!e of the handicapped in order 
t(i play on the public s pity. Thus, the 
crippled child becomes a poor scnil 
whose disability evokes pity and guilt 
and the spirit of giving, but also les- 
sens the possibility that disabled 
IHTople can be regardcil as people with 
per.sonalities. with individual aspiftt* 
tions. and uith an interest in being 
perceived as ordinary (H:ople. 

The other major funding source for 
s|KCial services is the federal and 
state governments. But here loo the 
money system promotes hand- 
icapism. In order to be eligible for 
state and federal funds, schools and 



other human services personnel must 
label children according to clinical 
disability categories for which there 
is reimbursement They must list the 
name and diagnosis of the handicap 
and thereby begin people in their 
careers of being labeled mentalls re- 
tarded, learning disabled, autistic, 
etc. (see Bogdan, 1976; Schrag and 
Divuky, 1975). In that kind of system 
the disabled become commodities 
and agencies become hcadhunters In 
every instance where funds become 
available for a panicular disability 
group, the number of people so 
labeled soars geofnetrically (see 
Schrag and Divoky). People whose 
disability might not ordinartK be 
thought of as a handicap suddenly 
find themselves labeled, they art 
pawns in the struggle for agency sur- 
vival and growth, for th|y are rhe 
essential requisite by which agencies 
receive Josemment funds Not too 
long ago side shows were popular 
Deviants were sought out and paraded 
♦"or a price. While the system we have 
evolved docs not parade its clients, 
except perhaps during telethons, it 
docs promote labeling and it docs 
thrive on the segregation and cj^^^- 
geration of the nature and extent of 
the problem 

NEW STARTING POINTS FOR 
DISABILITY RESEARCH AND 
POLICY 

Civili7ations have always created 
such categories as "h.tndicapf^d" 
and "race" and, along with ihem. 
fostered prejudices, stereotypes, and 
discrimination Some theorists have 
suggested that these si;xv».- re.il func- 
tions such as allowing us to find 
targets for our hostiliN. to find ex- 
cuses lor what goes wrong, to pm- 
pi)int people's fear, and li> enjoy 
self-approval in the knowledge that 
we do not belong to the disapproved 
«>f groups (see Enkson, 1%6. Bar 
«un, 1965) Bar/un suggests that the 
ttrge lo classify andcategon/e people 
is reinforced m mtulem societies by 
the belief that .scientific theories and 
«y^lems i»l facts can account for and 
CipiiiiA distinctions between people, 
differences in temperament and abtlf- 
ty« ifid variation in bodily features 
iid Ihental habits. By conducong rt- 
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search and forinulatinj: theory on 
common be nsc notions ol liilicfLMiccs 
between preconceived categories, 
and by emphasi/ing stalislically sig- 
nificant difterences rather than tiic 
range within populations and over- 
lapping ol characteristics bclwceii 
categories, social science has done 
much to reily categories and therefore 
to cnirenLh prejudice . stereotvpes. 
;ind discniniiKition (see Be diin at).! 
Tavlin. ! '7()) Profossinn.dv and 
disahilily related tiekls h»iNc tol- 
K wed a re^'-arch tradiuon n^IiilIj has 
h«ndcrcd tfu- quest io;n fig o\ bjsic 
concepts nu' Siihihlv research A ills 
riiibmr. n'iiii!>cr ol handh apist as 
siitnptjons ha\c been taken as gisens. 
ijs st.irtnig [Hunts Inr resc.rjli 

We hope ihat tho h.uidicapis;n 
paiadigni will enable reseaichcrs and 
pracniioucrs to begin to re ass ss their 
assumption concerning segrcgaied 
Service, I'ltlorci^lial treatment, the 
real source ot ihe disability problem, 
labeling and language patterns, and 
fiindin ' mechanisms lied f'» labeling. 
Moicovcr. the concept o( h.iiul 
icapism can laeililate research that 
will rosiiii :n policy- related data. 
While we have not yet cxplf)iea the 
tull ramtlic uions of handicapism, we 
have ^Mcmpted to provide the founda- 
tion tor ci>nceptualizing the experi- 
ence of handicaps in a way that will 
na\ pcrpctuutc prejudicial notions, 
but rather will help reveal and erradi- 
e,ac injustice. ■ 
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Media Portrayals of Disabled People: 
A STUDY IN STEREOTYPES 

By Douglas Bilden and Robert Bogdan 




"Handicapism" refers to the stereo* 
typing, prejudice and discrimination 
practioed by society against disabled 
people.* The term provides a perspec- 
tive by which we may analyze expe- 
riences, policies and practices related 
to disabUities. 

Handicapist barriers have pre- 
vented the integration of disabled 
people into the mainstream of our 
society, lliis has made it easy to 
ignore the extent to which disaUlity 
^ects our population. Far from being 
a condition Uiat affects only a few 
people, disability affects significant 
numbers of our population, llie Amer- 
ican Coalition of Citizens with Dis- 
abilitiss estimates that disabilities 
affect % million people— one out of 
every six people in the U.S. 

As this sizeable and increasingly 
activist group of disabled people voi* 
oes its concerns (see page 16), we 
become more aware of the extent to 
which handicapism pervades our so- 
ciety. Handicapism is prevalent in 
education, employment, literature, th^ 
mass media, architectural and trans- 



The poMter above from the Center for Human PoUcie$ reflect$the aetivism of 

the dUability righU^ movement 



' Hit word "hsndicsp" oomss finm the 
practice of bsfffsrs who held "csp in 
hsnd" to solicit chsrity— snd tiit word 
rtflscts the dependent position in which 
sodetyplaces disabled people. 



The suthors with tc sxprses their 
(ndetrtecMess for the r^oneering work of 
Bruce Oesring, Bsrfjsrs Bsskin, Abby 
CsmpbsH Hunt snri Msdelelne Cohen 
Oskley in ths sree of dissbility stereotypes 
in litersturs snd film. Tfiey stso sppreciete 
the insights on diMbilitiet in folic- 
by Pstricis Crook. 
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norUtion dMicn and in a multitude of 
other areas. Handicapiem affecta ua 
a//--both disabled and non-disabled 
pMple—just as we are al/ affected by 
racism, eexism, ageism and other 
oegative, harmful attitudes. ^ 

One of the manifestations of 
handicapism— sgain as with racism, 
aiiism, etc,— has been a profusion of 
nefstfve stereotypes that serve to 
leinforce society's oppression of a 
niinority group. As with stereotypes 
about Third World people and women, 
tome stereotypes about people with 
disabilities draw upon— but distort— 
xeality. While disabled people do expe- 
rience some reel limitations— 
decreased abiUty to hear, see or walk, 
for example — most of the limitations 
associated with being disabled derive 
from society's response to disability. 
(As one activist has said, "Our bodies 
make us disabled, but society makes 
us handicapped.") Society's negative 
stereotjrpes also draw upon myth, 
reflecting ''truths" that upon close 
examination turn out to be false. 
Businesses, for example, frequently 
sUte that hiring a disabled worker 
will be costly in terms of insurance, 
special privilege^, time missed for 
illness, etc., whereas studies show 
that none of these "facts" is true. 

An interesting aspect of stereotypes 
about disabled people is that they 
often embrace two diametrically op- 
posed concepts. In the same way that 
women have sometimes been viewed 
as either "saints" or "whores," percep- 
tions of disabled people often reflect 
"two-sides-of-a-coin" extremes. (Peo- 
ple with disabilities are, for example, 
seen ss asexual and, on the other 
hand, as insatiable "sex degenerates"; 
as helpless victims of violence and, at 
the same time, as evil and frightening 
villains.) In addition, as will be pointr 
ed out, handicapist stereotypes are 
often interrelated and reinforce each 
other. 

We believe with the Council on 
Interracial Books for Children that an 
effective way to begin counteracting 
handicapist stereotypes is to alert 
readers, especially young readers, to 
their presence. As a step toward this 
goal we have informally surveyed a 
range of classic literature as well as 
popular contemporary media We 
have concluded that although a few 
books and films treat disabilities sen* 
sitively and accurately, most do not 

We observed, too, that even the 
most sensitive materials overplay in- 
dividual solutions to disability prob- 



DiMbM— Ytt; HamUcapiMd— No: 
TiM Languaflt of DiMbility 

Society's misconceptions sbout ptople with disabilities sre reinforced by 
negsttve. handicapist terms—terms lika' crippki,'* ' spastic,** "idiot/* Continued use 
of these words contributes to the negstive self-images of disabled people and 
perpetuates hsndicapist sttitudep end practices. 

One goal of the disability rights movement is the eliminstion of hsndicspist 
language— in speech, in media, in classrooms. In librsry csfd cstslogs. The CIBC 
urges parents, librarians and teachers to be Slert to hsndicapist terms and. when 
these words do come up, to ssk thst people think stx>ut their offensive 
impllcstions. 

Try to svoid sll terms thst dehumsnize or objectify disabled persons, all terms 
thst chsracterize disabled persons as dependent or pitisble. all terms thst 
perpetuate the myth thst disabled persons sre In^spsble of participsting in the life 
of 4> community. 

There is considerable controversy sbout some terms. The word '*hshdicap** is 
rejected by msny disability rights sctivists becsuse of its historic sssocistions 
with ' begging * snd society s negstive stereotypes. However, it is still the preferred 
term of the federal government snd is the terminology used in the new legislation 
to protect disabled people against discriminstion. The term **exceptionsr' hss 
been fsvored for s number of years by some advocacy groups -for example, the 
Council for Exceptional Children in Reston. Virginis. snd fifcepf/ons/ Psrenf. a 
journal published in Msssachusetti for J«|Wts of disabled children. Many 
disability activists consider this s euphemism. Msssachusetts recently passed a 
law— Chapter 766— that prohibits Isbeling of any kind. Children with disabilities in 
Massachusens are henceforth to be identified only as **children with specisl 
needs '* The Massschusetts law is consMered to be progressive, but there is some 
criticism that it gives legitimacy to a phrase thst emphasizes s person*s 
**neediness '* 

In deciding on terminology. BulMin editors gave serious considerstion to 
•physicalism.** snother term advanced by disability activists. Physicalism msy be 
defined as discriminstion based on physicsl sppesrshce snd was. therefore, 
considered too broad a referent for the kinds of disabilities discussed in this 
Bulletin. Future BulMin articles will explore the brosder topic. 

We have selected the word **disabilit/* as a positive reference to physical or 
developmental conditions, but we have used * hsndicspism*' because of its 
negative connotations to describe society's oppression ot disabled people. 

Below are examples of terminology which. In the light of the new awsreness. 
are considered to be offensive. Preferred substitutes sre listed to the right Some 
of these terms may appear awkward when first used, but groups using them find 
that they become readily acceptable after a short while. 



PREFERRED 

dlsabiliH^ dissbled person 

deaf, hearing dissbility. hearing 
impairment 

Down's syndrome 

orthopedic disability, mobility 
Impaired, disabled person 

blind person, sight disability, visually 
impaired 

retarded, mental impairment, mentally 
disabled 

crazy, maniac, insane, mentally ill emotional disability, emotional impair- 
ment, deve^opmentally disabled 

RELATED TERMS TO AVOID: The Minnesota 1976 Governors Conference on 
Handicapped Individuals proposed that the following entnes be deleted from 
library catalogs; Abnormal children; Aboormilttles. Human. Atypical children; 
Children. Backward; Children. Retarded; Children. Feeble-Minded. 



OFFENSIVE 

handicap, handicapped person 
deaf and dumb, deaf-mute, the deaf 

mongoloid 
cripple, crippled 

the blind 

retard, retardate, idiot, imbecile, feeble- 
minded 
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lemB without referring at nil to hock*' 
tal factors that can cause disahility, 
or to •octetal discrimination 6>;itinsi 
dtiabled people (see page 20) 

Drawing on tht images ii ^ - 
abled peop»c revealed by our .* y 
we have compiU d the folKiwinj> i<» 



tr: . I.vt h.uvl.raiij < stereotypes, 
i'l !i u . . .bi s />p, intended 
nit' .• t alt ri r<» ;fers md stimulate 
liv . * t«V vou t > join us in 
. K.'iiM ir >4 ha tdicapist ste- 
' ,t i : . elo(« strategies 



Handteapitt St«rtotypts 

1. The disabled person as piti- 
able and pathetic. This image is 
often projected in newspapers and 
in charity drive soliciUtions for "the 
needy" or ''handicapped." Remember 
the old ''March of Dimes" posters? 

« tough the posters have been 
anged in response to protests, the 
concept is still alive and well in the 
yearly telethons held to iraise money 
for people with cerebral palsy and 
muscular dystrophy. (At a 1977 de- 
monstration protesting the annual 
United Cerebral Palsy Telethon, 
Disabled in Action, a disability rights 
organization, stated; "Fund-raising 
telethons are demeaning and ex- 
ploitive 'shows' which celebrate and 
encourage pity.") 

In literature the pitiable and pa- 
thetic stereotype is jreflected. in the 
characterizations of Philip Carey in 
Of Human Bondage and Laura 
Wingfield in ''The Glass Menagerie." 
This stereotype is often used by au- 
thors as a device for revealing 
another character's goodness and 
sensitivity. In such instances, the 
disabled persons seem to have been 
included primarily so that a main 
diaracter can be seen showing love, 
kindness and pity toward them. 
"Pitiable and pathetic" characters are 
often portrayed as having hearts of 
gold, which serves to elicit even 
greater feelings of pity (rather than 
genuine compassion) from audiences 
or readers. Tiny Tim in A Christmas 
Carol is an example, as is Porgy in 
the Cxershwin opera Porgy and Bess, 
This patronizing stereotype springs in 
part from the feelings of superiority 
that non^disabled people harbor to- 
wards people with disabilities. 
. 2. The disabled person as object 
of violence. In reality, disabled peo^ 
pie are often victims of violence. How- 
ever, the absence in literature and 
other media of a full range of roles for 
disabled people renders this type of 
portrayal a stereotype that strongly 
reinforces society's view that people 
with disabilities are totally helpless 
and dependent. The films "Woman in 
a Cage" and "What Ever Happened to 
Baby J^ane?" are examples. In the 
former, Olivia DeHavilland, in a 
wheelchair, is trapped in an elevator 
by a band of youthful thieves while 
they ransack her apartment In the 
latter, Joan Crawford (also in'a wheel- 
chair) is wholly at the mercy of her 
diabolical and m!irderous sister, Bette 




In Johanna Spyri*s Heidi, published in IHHL youn^* Hvidi is a hired companion 
to "the rich little cripplv" Clara, who fit^ Uu* ''p<Mn\ pathetic" stereotype. 
Clara's disability vanishes at story's end diW to « mro composed of Heidi's 
affection, fresh mountain air and goat's mdk. ('Hw st^f^y contains other 
questionable messages. In one passage, Heidi f«'//.s 'yHtng l\*ter that unless he 
learns how co read. he*ll he sent to the Hottentots and thin threat terrifies 
him.) 
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The stereotype of the disabled pernon as pitta bU' objects of charity is often 
exploited by fund raisers. Although the old March of Dimes posters no longer 
appear, the poster children do (photo: New York Post, August 31, 1977), 



Davis. Another example is *'Wait 
Until Dark/' in which a blind Audrey 
Hepburn ultimately outwits a bunch 
of thugs but only after they have 
(jioroughly terrorized her in their 
^§tjch for a dru^ cache in her house. 
XV crime shows often sensationalize 
violent assaulLs against people with 
disabilities. * 

3. The disabled person as 
atoister and/or evil. The classic 
example of thiA common stereotype is 
Shakespeare's Richard III Exploiting 
people's negative perceptions of physi- 
cal disability, Shakespeare distorted 
the appearance of the king (who in 
xtal hfe was not disabled) to accentu- 
ate the evil dimension of his person- 
ality: 

I, that am curtail 'd of this fair propor- 
tion. 

Cheated of feature by dissembling na- 
ture, 

Ueform'd, unfmisht, sent before my 

lime 

Into this breathing world, scarce half 
made up, 

And that so lamrly and unfushionahle 
That dogs bark at me as I halt by them 
Why. I. in this weak piping time of 
peace. 

Have no delight to pass away the time 
Unless to tipy my shadow in the itun. 
And descant on mine own deformity: 
And therefore, since I cannot prove a 
iovor. 

To entertain thene fair well-spoken 
days. 

I am determined to prove a villain. 
And hat«* the idle pleasures of these 

days (Act i. Sc.i) 
Captain Ahah in Herman Melville's 
Moby Dick becomes so undone by the 
whitAi whale's destruction of one of his 
legs that he sacrifices himself and 
most of his crew in obsessive pursuit 
of revenge. Melville uses Ahab*s 
disability to build a sinister and fore> 
boding atmosphere as, for example, 
when narrator Ishmael hears Ahab's 
(alse leg tapping back and forth 
across the deck in the middle of the 
night. 

In fairy tales, tlvere is the malicious 
Rumpetstiltskin and the mean witch 
(who "leans upon a crutch'*) in Han$el 
^'Gretel. Claaaic children's litera- 
tui* has exploited this stereotype to 
th« hilt. Take Stevenson's Treasure 
Island, In evoking the terror and 
auspense that mark this book's 
opening pages, the key elements are 
the 4isabM characters Black Dog 
and Pew. The former is introduced as 
f 'Hallow-faced man, wanting two 
fingers." This minor disability seta a 
(one that is built up when the second 



man is described as that "hunched 
and eyeless creature,*' and it is the 
latter who hands Billy Bones the 
dread black spot. In addition, when 
liong John Silver is introduced as a 
good guy, there is only a caaual men- 
tion of the fact that he has a wooden 
leg. Later, when his treachery is re- 
vealed, the references to his ''timber** 
leg become ominous and foreboding. 

Examples in mmiern media are the 
maniacal and fascistic I)r. 
Strangelove in the movie of the same 
name, who has multiple disahiliticfs; 
the villains in the movies '*Dirty 
Harry/* "The Sting* and "Burn.. 
Witch, Bum**— all of whom limp; and 



the profusion of disabled villains in 
the James Bond films. 

4. The disabled person as **at- 
mosphere/* Blind musicians, news- 
dealers and the ''blind man with a 
cup** are frequently thrown in for 
seasoning in movies and TV stories, a 
practice which dilute? the humanity 
of disabled people by '.educing them to 
the status of colorful or curions ob- 
jects. They become like Sherlock 
Holmes* hat and pipe or I>etective 
C!olumbo's rumpled raincoat. Related 
to this stereotype is the depiction of 
disabled people as exotica. People who 
are displayed in so-called ^^freak 
shows** are victims of this stereotype 
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Disability rights were recently din* 
cussed in the Mary Worth comic strip, 
though sometimes with mixed mes- 
sages as shown ahwe. Below, an 
adoertisvmcht for Hathaway shirts 
plays on the stereotype of disabled 
men as *\sexy/' 




(General Tom Thumb, a dwarf in P.T. 
Bamum's sideshows, is a famous 
example). These shows are, in a sense, 
disability pornography in that they 
encourage prurient fascination with 
disabilities. 

5. The disabled person as **Stt- 
per Crip." This stm^otype is some- 
what akin to the depiction of lliird 
World characters as having ''super'* 
qualities to make them deserving of 
acceptance and respect by white peo- 
ple, except that with disability, the 
person is often assigned what 
amounts to a mat;ical ability. "Long- 
street" and ''Ironsides,** TV*s super 
private eyes, are striking examples. 
Longstreet, who is blind, has deve- 
loped superhuman hearing to offset 
hit inability to see. Ironsides, though 
1 ralyzed, has extraordinary mental 
powers as well as unusual calm in the 
presence of adversity. His name, coUo- 
quial for wheelchair, echoes the 
naming of characters according t(» 
their disabilities found in many 
children's books (s4»e article, pag#» 10). 
A iHrntiiVi fiaturc of "Ironsidt^H'* is 



that the show has helped educate 
viewers about architectural access 
issues and has undetvcored the impor 
tance of certain aids to some physi- 
cally disabled people. Unfortunately, 
the various ramps and other special 
aids availaL ; in Ironsides* fictional 
environment are not provided for 
disabled people in real life. R^^aMife 
expressions of this stereotype appear 
fn qurntly on the pages of the Minion* 
"ot Enquirer. Mfdmghi, keaders" 
Digest and other publications which 
regulariy feature the extraordinary 
achievements of disabled persons who 
•'overcome**— thus becoming a credit 
to their "race.** 

6. The disabled person as laugh- 
able. The nearsighted Mr. Magoo is 
the quintessential fool, epitomizing 
8ociety*8 perceptions of certain condi* 
tions of being— in this case, physical 
disability— as humorous. Blissfully 
unaware of his nearsightedness. Ma* 
goo bumbles through life wreaking 
much havoc and unmindful of numer- 
ous dangers to himself. Although he 
survives everything, we — the aware 
audience— know that his survival is 
due only to chance and not to ingenui- 
ty on his part. The old Dean Martin/ 
Jerry Ijewis films (still being rerun 
on TV) often featured Lewis mimick- 
ing various disabilities and thereby 
s<»liciting many a laugh. And a recent 
skit on the Richard Ptyor show 
portrayed with extraordinary insensi- 
tivity the condition of people with 
disabilities. Pryor apparently in- 
tended to satirise religious "qoacke" 
who exploit peo|4e, but in the process 
disabled people got put down too. 
People who have suffered hearing lois 
are frequently made the bttti of Jokii 
in comedy routines when they misitt* 
terprct what is said to them. 

Some stories portray a disabled 
pers<m as the brunt of other people's 
chicanery. In the Russian rolk-tale 
The Little Humpbacked Horse, Ivan 
the Dullard is helped out of numerous 
jams by the "Supi^r Crip** horse--who 



has magic powers. Yet an aspect of 
this story, as with many similar tales, 
is that the one presumed to be foolish 
inadvertently makes fools of the so- 
called "normal** characters. This 
recurring theme is undoubtedly a kind 
of stereotype ^hut one that results in 
poetic justice./ 

7. The disabled person as 
his/her own worst— and only— 
enemy. The popular media often 
portray disabled people as self-pitiers 
who could "make it** in society if only 
they would stop being "bitter** about 
their '*fate,** think positively and rise 
to The Challenge. The legitimate 
anger which disabled people may feel 
about society*s abuse is misrepre- 
sented as unfounded bitterness that 
has its roots in the person*s character. 
Hence, this stereotype helps "normal** 
people to avoid confronting the 
anger*s true causes— which implicate 
the -Attitudes amL practices oT-^'mwr- 
mals** and of "normal'* society. Just' 
as victims of racist or sexist oppres- 
sion are blamed for adversities they 
encounter, so does this stereotype 
place blame on disabled people for 
their difficulties. TV medical shows 
like "Marcus Welby, M.D.** are some 
of the worst offenders here. These 
shows generally ignore the 
institutional barriers society places in 
the way of disabled people, as well as 
the pervasive and devastating dis- 
crimination they experience. As will 
be pointed out in the next article. 
children*s authors seem to be espe- 
cially fond of this stereotype, perhaps 
because they regard i( as effective for 
promoting self-help and determina- 
tion in young readers. But given the 
realities, a degree of self-pity on the 
part of disabled people may be quite 
functional and appropriate. 

8. The disabled person as 
burden. This stereotype is linked to 
the concept that all people with 
disabilities are helpless and need to be 
taken care of by "normal** people. 
While it is true that disabled people 
have a range of special needs— from 
mild to severe— the perception that 
they are burdens is engendered by the 
difficulties our society imposes on 
masting their needs. Generally speak* 
ing, a burden is something one wishes 
to b^ rid of; hence, the constant 
recurrence of the "burden'* image in 
media objectifies and dehumanizes. 
At the same time, it can falsely 
enhance the image of the person who 
bears the "burden** at the expense of 
the disabled pcrsim. lt*s important to 
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f^cognizt that people with disabilities 
are. first and foremost, human beings 
who are capable of much indepen- 
dence and of interacting with others 
in mutually rewarding ways. L«nny, 
the mentally retarded character in Of 
iiiee and Men, is an interesting case 
in point. While most people view 
Lenny as being utterly helpless and 
dependent on hero George, actually 
Lenny's physical strength provides 
the economic basis of George's liveli- 
hood. In addition to feeling affection 
and caring for Lenny. George is 
dependent on him. 

&. The disabled person as non- 
sexual. Disabled people are almost 
always portrayed as toUlly incapable 
of sexual activity. Remember the song 
"Ruby. Don't Take Your Love to 
Town" that was popular during the 
Vietnam war years? A veteran begs 
his lover not to let a war injury that 
ha» tncapacitated^im sexually come 
between them. A more common mani- 
festation of this stereotype, however, 
is omission of the sexual dimension 
from characterizations of people who 
are disabled. In fact, they are rarely 
shown in a loving relationship of any 
kind. The previously cited Detective 
Ironsides is portrayed as having had 
a love life once upon a time before he 
was shot in the spine, and. thus, put 
out of commission. His "old flames" 
turn up occasionally to join him in 
soulful reminiscences about their lost 
love, but nothing's happening in the 
here and now. (Again, although some 
disabilities may limit an individual's 
sexual activity, the assuniption that 
disabled pi^ople are non-sexual beings 
is false and unreal.) Interestingly, 
shows are beginnini; to appear on TV 
that in some w«.ys counter this 
particular stereotype. "Other Side of 
the Mountain." the story of Jill 
Kinmunt. is a particularly honest 
film. 

The flip side of this stereotype is the 
portrayal of disabled persons as sex- 
starved or sexually degenerate (comic 
hooks are particular offenders here). 
Another curious reversal is that men 
with certain mild disabilities— 
especially ones sustained in war— are 
often viewed as exceptionally brave 
and/or sexy. This image has been 
effectively exploited in the "classic" 
ads for Hathaway shirts featuring a 
man with an eye patch (this cam- 
paign, first used in the 1950's. has 
recently been revived). Lord Nelson 
and Moshe Dayan are reaMife exam- 
ples. In a macho society, women 



Avoiding Handicapist Stereotypes: 

GUIDELINES FOR WRITERS, 
EDITORS AND BOOK REVIEWERS 

The guidelines below were prepared by the Center on Human Policy the 
center for Independent Living in Berkeley. Disabled in Action of ^^etropohtan 
New York and the Council on Interracial Books for Children. They arc offered as 
suggestions to assist authors, editors, reviewers and readers in counteracting the 
common stereotypes about disabled people that are outlined in the article 
-Media Portrayals of Disabled People; A Study in Stereotypes, beginning on 
page 4. 

• Shun one-dimensional characterizations of disabled persons. Portray people 
with disabilities as having individual and complex personalities and capable of a 
full range of emotions. 

• Avoid depicting disabled persons only in the role of receiving; show disabiea 
people inferacting as equals and giving as virelf as receiving. Too often the person 
with a disability Is presented solely at the recipient of pity. 

• Avoid presenting physical characteristics of any kind as determining factors 
of personality. Be especially cautious about implying a correlation between 
disability and evil. ^ i. • 

• Refrain from depicting persons with disabilities as objects of curiosity. It is 
entirely appropriate _t^ show dJsat>L«* people as members of an average 
population or cast of characters. Most diwbled people are abTe to partTcipWem 
all facets of life and should be depicted in a wi^ide variety of situations. 

• A person's disability should not be ridiculed or made the butt of a joke. (Blind 
people do not mistake fire hydrants for people or bump into every object in their 
path, despite the myth-making of Mr. Magoo.) , ^ ^ ^ ^ 

• Avoid the sensational in depicting disabled people Be vi^ary of the stereotype 
of disabled persons as either the victims or perpetrators of violence. 

• Refrain from endowing disabled characters with superhuman attributes, to 
do so is to imply that a disabled person must overcompensate and become super- 
human to win acceptance. ^ , l.. .uk^ 

• Avoid a Pollyanna-ish plot that implies a disabled person need only have the 
will" and the '^right attitude" to succeed. Young readers need insights into the 
societal barriers that keep disabled people from living full lives-systematic 
discrimination in employment, education and housing; inaccessible transporta- 
tion and buildings; and exorbitant expense for necessities. 

• Avoid showing disabled people as non-sexual. Show disabled people in loving 
relationships and expressing the same sexual needs and desires as non-disabled 
people. 



similarly disabled are not seen in 
such a f(lamorou8 light. 

10. The disabled person as in- 
capable of fully participating in 
everyday life. This stereotype is 
mainly one of omission in that dis- 
abled people arc rarely shown as 
integral and productive members of 
flociety— as part of the work force, as 
functioning members of families, as 
students or teachers, etc. The absence 
of such portrayals feeds the concept 
that disabled people arc inferior 
human beings who should be segre- 
gated (a concept that fortunately 
seems to be on the way out). Movies 
like "Charly" and "Larry," about 
mentally retarded people, reinforce 
this concept. Charly is presumed to be 
incapable of doing anything except 



sitting on a park swing. Larry is 
reintegrated into society only when 
it's discovered that he isn't retarded— 
the implication being that retarded 
people are hopeless dependents who 
require lifelong institutionalization. 
Regular inclusion of disabled people 
as participants in society would lend 
emphasis to the extremely wide range 
of things they can do, rather than to 
what they cannot do. □ 
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Chapter 1: 



What 
Is 

Maitistreamiiig? 



From: Malnstreamlng Pre-schoolers 
by the Head State Bureau 




MainstreanUng calls 
for helping handicapped 
children to perform as 
much as possible like other 
children their age. 



What Does 

Mainstreaming 

Mean? 

''Mainstxeaming'' means helping 
people with handicaps live, iearn^^d 
work in typical settings where they will 
have the ^^test opportunity to 
become as independent ^s possible. In 
Head Start programs, mainstreaming is 
defined as the integration of handi- 
capped children and non-handicapped 
children in the same classroom. It gives 
handicapped children the chance to join 
in thej'mainstream of life'' by including 
them in a regular preschool e3roerience, 
and gives non-handicapped children the 
opportunity to leara and grow by expe- 
nencing the strengths and weaknesses 
of their handicapped friends. 

However, mainstreaming involves 
more than simply enrolling nandi- 
capped children m a program with non- 
handicapped children. It caUs for help- 
ing handicapped cMldrra to perform as 
much as possible like other children 
their age. Definite steps must be taken 
to ensure that handicapped children 
participate actively and fully in class- 
room activities. As a Head Start 
teacher, it is your role to take these 
steps. 

Mainstreaming is not new to Head 
Start. Since its beeinninA:, Head Start 
programs have included handicapped 
children in classrooms with non- 
handicapped chJldreiL The Economic 
Opportunity Amendments of 1972 
(Riblic Law 92-424) required that ten 
percent of the Head Start enrollment in 
the nation be handicapped children. 
Two years later, the Head Start, Eco- 
nomic Opportunity, and Community 
Partnership Act of 1974 required that, 
by fiscal year 1976, not less than ten 
percent of the total number of enroll- 
ment opportunities in Head Start pro- 
grams m each state be available to 
handicapped children. And most 
recently, Public Law 94-142, the Educa- 



tion for All Handicapped Children Act, 
has mandated that tne public schools 
provide ''free, appropriate education" in 
the 'least restnctive setting" for handi- 
capped children from 3 to 21 years of 
a^. Thus, mainstreaming has become 
an important and well-accepted 
approach in the education of yoimg 
handicapped children. 

It is the function of Head Start pro- 
grams to: 

serve handicapped children in an 
integrated setting or mainstream 
environmrat witn other children; 
provide for the q>ecial needs of the 
nan^capped chSbl; and work closely 
with otnor agendes and organiza- 
tions servins handicaiqied chUdren 
in order to identi^ handicapped 
children, and pro^ode tlie fiuf range 
of services necessary to meet the 
child's developmental needs. 

Otod Start IVamittal NoCiot 75.11 - 9/11)75.) 



Research on children has shown 
over ami over that the early years of 
life are critical for learning and growth. 
It is during this time that children's 
cognitive, communicative, sodal, and 
emotional development can be most 
influenced. If spaaal needs are reoDg- 
nized and met diuing these years, hand- 
icapped children wiuhave a much bet- 
ter aumce of becoming competent and 
ind^endent adults. Uandicapped 
youngsters who are given the opportu- 
nity to play with other children in the 
Head Start dasmoom leam more a'x>ut 
themsehres and how to cope with the 
give-and-take of everyday life. This is 
one of the first steps toward developing 
independence. By participating in regu- 
lar preschool settings that are able to 
provide for special heeds, with teachers 
who know how to adapt teaching tech- 
niques and activities, children with spe- 
dai needs will truly have a ''head start'' 
in achieving thdr fullest potential 



Benefits of 
0Mainstreaming 

There are many benefits to main- 
streaming — benefits that affect both 
handicapped and non-handicapped chil- 
dren, as well as their parents and 
teachers. 

Mainstreaming Helps 
Handicapped children 

Participating in a mainstream class- 
room as a wdcome member of the class 
teaches chikfren with special needs sdf- 
reOanoe and hdps them master new 
skills. Th^ are given a chance to learn, 
play, communicate, md socialize as do 
other children their ag^ For some, it 
may be the first time in their lives that 
they are expected to do for themselves 
the things they are capable of doing. 
Working and playing with other cml-; 
dren encourages nandicapped children 
to strive for greater achievements. 
IWorking tovnid greater achievements 
he^ them develop a healthy and posi- 
tive sdf-concept 

Mainstreamins can be an especially 
valuable method for discovering 
undiamaosed handk^]^. Some handi* 
caps don't become evident until after a , 
ch3d enters elementary school, and by 
then much inq;)ortant learning time has 
been lost A preschool teacher is aUe to 
observe and compare many children of 
the same age, which makes it easier to 
spot nroblems that may signal a handi- 
cap. Preschool may therefore be the 
first chance some children get to 
receive the services th^ need. 

Mainstreaming Helps 
Non-handicapped 
Children 

Mainstreaminff can he^ non- 
tiAwriirftpped chik&en, too. They team 
|to accept and be comfcnrtable with indi* 
'vidual differences among people. Stud* 



ies have shown that children's attitudes 
toward handkapi^ed children can 
become more positive when they have 
the opportunity to pla v together regu- 
lariy. They learn that hanmcapped chil- 
drm, just like themselves, can do some 
things better than others. In a main- 
stream classroom, they have the oppor- 
tunity to make friends with many cuf- 
ferent individuals. 



Mainstreaming^ 
Helps Parents 

Mainstreaming is also good for the 
parents of children with special needs. 
y/ith you (t^ teacher), the other mem- 
bers of the staff, and specialists sharing 
the responsibility for teaching a child, 
tiie parents come to fed less isolated. 
Th^ can learn new ways to he^ tii^ 
own child As they watch their child 
proeress and play with non- 
^^rjriinMrppd Aadrett, parmtfl are 
helped to think about their child more 
reiuisticalhr. Tli^ i/dll see that some of 
the behavior they are cooMoemed about 
is probably typuad of all ^oung chil* 
dren, not just children with handicara. 
In these ways, parents come to feel oet- 
ter about thefa: children and themselves. 

Mainstreaming 
~ >s Teachers 



Helpc 



Mainatzeaming alao has advantages 
for you. You have die chance to make a 

c^ The techniques you develop for 
working with a cfiiki with apedal needs 
are just as useful with noornandicapped 
children who have minor weaknesses in 
the same areas. In fact, many of the 
most effective tfwching terhniqufw 
known were first developed for handi- 
capped children. Finally, wwldng with 
handicraped children is a chance to 
broaden both your teaching and pe^ 
sonal e^qioience. 
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How Is 

Mainstr earning 
Carried Out? 



Mainstreaming can be carried out in 
a variety of ways. How you decide to 
mainstream a particular handicapped 
child will depend upon the child's 
strengths, weaknesses, and needs, and 
wfll al^ depend upon the parents, the 
staff and resources within ^our pro- 
gram, and the resources within your 
community- As you know, every child 
is an individual with different needs 
and abilities. This is just as true for 

handica|;^ied childr en: th^ y diaJay a 

HbroadTtmge ofbeEavior and abilities. 

Some handicapped children may 
thrive in a fuU-da v profiram with non- 
handicapped childron. Others will do 
best in a mainstream environment for 
only part of the time, attending special ^ 
classes or staying at home for the rest 
of the day. Far ^tiU others, mainstream- 
ing may not be the most hebful 
approach. The i)rinciple to follow is that 
handicapped children should be placed 
in the ''teast restrictive environment.'' ' 
lliis means that the preschool experi- 
ences of handicapped children shmild be 
as close as possiofe to those of non- 
handicapped diildren^ vrtiHe still meet- 
ing the special needs created by their 
han^caps. The ''least restrictive 
environment" should be indivuiuaUy 
determined for a particular child at a 
particular time, and reassessed on an 
ongoing' 



Mainstreaming involves the efforts 
of many people woridng as a team — 
teachers, the chiki's parents. Head 
Start staff (in health, educatkm, handi- 
cap, parent involvement, and social 
services), other specialists providing 
consultant services on a full- or part- 
time basis, agencies serving handi- 
capped children, and the public 
scnools in the community. The identi- 
fication, development, and coordina- 
tion of this team effort is both a chal- 
lenge and a critical requirement in 



meeting the needs of a handicapped 
child. 

As you and your program staff get 
to know each child, and as vou work 
witih the child's parents and spedalistti 
in your commumtjv's agencies and pubh 
lic schools, you will be able to dedoe 
what is best for each child. This book 
describes how mainstreaming of hear- 
ing inqMured children can be carried o>at 
by the parent/Head Start/specialist 
team in order to provide the best pro- 
gram for both handicapped and non- 
hanc&apped children. 

TUs book discusses hearins impair- 
ment and how it affects a child's devel- 
opment. Cat^pories are used to describe 
differant degrees of hearing impair- 
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abilities. The book focuses on oral com- 
munication as the main problem for a 
hearing inq>aired child, and discusses . 
how problraois with communication 
affect other areas of development (see 
Chapter 3). It also considers why a 
heanng impairaient presents more seri- 
ous communication problems for some 
children than for others, and how the 
seriousness of a child's problems rekites 
to mainstreaming decisions. (See Chap- 
ter 4, page 38, for a discussion oi^ 
what to consider in mainstreaming a 
hearing impaired child.) ^ 

Specific teaching techniques for use 
with nearmff impaired children are sug- 
grated in Chapter 4 for teachers i»th- 
out special training. The techniques and 
suggestions siven are most appn^riate 
for a child wno functions as hard of 
hearins. As defined in Chapter 2 (pa^ 
12), iins chad can use his or her hearing 
fcnr tiie ordinary purposes of life and 
may may not use a hearing aid. Tliis 
book cannot heb you teach a child who 
is fimctionallv deu. This chiki is 
defined in Chapter 2 (page 12) as una- 
ble to use his her hearing with or 
without a hearing aid for the ordinary 
purposes of life. Regardless of the 
chfld's degree of hewing loss, he or she 
must have abeady developed some use- 
ful commumcatkm skills m listemng, 
understanding, and talking in order to 
benefit from a mainstream dassroom. 
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The potential to iir^rove on these skills 

•is there. The niainstream classroom 
provides daily oppcHtunity to encourage 
the growth of th^ skills. 

Suggestions are also given for how 
to refer a child with more smous hear- 
ing and communication problems to the 
proper specialists and/or to, a more 
appropriate educational setting. 



What Is 
Your Role in 
Mainstreaming? 



Hus book approaches mainstream- 
ing from the stanc^ioint of child devel- 
opment It emphasizes the importance 
of seeing lumdicapped children first and 
foremost as children^ with the same 
needs all children have for b ve, accep* 
tance, eroloration, and a sense of com- 
petence. By understanding how all chil- 
dren devc^p and learn you can better 
imderstand the effects of a particular 
handicai^ing condition. Fot ezaixq>le, 
knowing the importance of hearing for 
languaee learning will help jrou under- 
standuie effects of hearing impairment 
on a child's devdiqxment of conununica- 
tion skills. And knowing how children 
normally devek^ the skills of listening, 
understanding, and talking will help 
you to know what a hearing in^Mured 
child's preeent devdopmental needs ara 



You can then use this knowledge to 
plan appropriate activities for building 
on a child's strengths and working on 
his or her weaknesses. 

The teaching techniques and sujsges- 
tions provided m this book are designed 
to help devebp skills in particular areas 
of development — primarily listeniitf^t 
understanding, ana talking, and addS- 
tbnally, cogmtive, social, and emotbnal 
skills — and can be used with any child 
or group of children in your dasatram, 
whether thev are handicapped ot non- 
handicapped 

As a teacher, your role in main- 
streaming indudeKs: 

• devdopbg and putting into effect 
an iildivi&alizea program that 
mwtg the nfw^ ff ^ mm^Jii ^f ilM ^i? 



the dasflammit indudina the qiedal 
neecte of a duld with a liandlcap- 

ping con^tioo 

working together with the paierta 
of a handicq)p«d diOd so uiat 
leaning situationa that oecur in 
your dasarooin are reinfoteed by 
the parents at home 

finding out, throush your handicap 
coordinator or aooal aervioea coor- 
dinator, what spedal aervioea k 
han^oqpped duld is receiving and 
how you can get a apedaHat to 
hdp you in your daaaroom teaching 

arranging referrals through your 
handicap coordinator or aociai serv- 
ices coordinator for diagnostic 
evaluation, if you fed a child has a 
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8 problem that has not been deally 

identified. 

In carrying out this rotet there are 
many resources that can be tmpped to 
assist you. Later in the book uiey will 
be described in more detail but they 
are summarized on the following chart. 



Where to Go 
for Help 



There are many resources you can 
too for he^ with a handicapped child. 
Take advantage of these resources bv 
actively seeking them out For detailed 
inf ormation on Head Start and other 
resources in yoUr area, see Chapter 6. 
' For detailed infixmatiqn on national 
professional and parent associations 
and other (Mrg^uiizations, and a list of 
fae^^ftil matenals, see Chapter 7. 




Places 1^ 

Public ttchoob 
Community agendea 
Collegee and universities 
Hospitab and clinics ^ ^ _ ^ 

State Department ' I ^ ' 

of Education ^ J ^^ . J 

State Department ' ^ 4 

of PubUc Health ^ ^ ? 



People 




Head Start Staff 
Child's parents 
l^>ecialists 

PubUc school teachers 
of handicapped children 
Resource Access Projects 




r^"^' ^ 



Information 

lifarariea 

State and federal as^endes 
for the handicapped 
Professional associations 
Parent organizations 



About Disabilities * ^ 

V 




There are some who say that the disabled child is simply like any other 
child. There's almost no difference, they argue. They'd rather not notice. 



Others point only to difference, suggesting that disabled childre^ might 
be better off with their own kind. It's not the child's fault, they add, 
it's just too bad. They notice too much. 

# • 

Among the various special needs of disabled children, none may be more 
pervasive, more special, than the need to be understood^ Certainly none is 
more beyond the dis^tbled child's individual ability to control. For, in the 
face of those who ma> not see, hear, walk, speak or understand as well as 
other, we pile obstacles of mystery, misconception and misunderstanding. 
The irony is indeed cruel. 

Unfortunately, most children do not have an oppurtunity to learn even 
basic information about disabilities. Instead they learn by omission. And 
what they learn are the great myths. When we interviewed hundreds of school 
children about disability issues, we found out that non-disabled children 
tend to think that their disabled peers are sad most of the time. When 
asked what occupations disabled people will Have, children told us about 
"blind newspaper stand operator," "deaf printers," and otHer stereotypes. 
(It was a refreshing surprise to find that one child drew a colorful 
picture of a person in a wheelchair located on a scaffolding near the top 
of a high-rise building, washing windows.) Children also told us that they 
think disabled children are actually "sick". These are some of the myths 
that we want to help overcome. ^ 




We present some brief information about disabilities to help deflate the 
major myths about disabilities, , not to create or confirm the^i. Labeling 



of name-calling. It almost\aiways leads to stereotyping and/or over- 
simplification; it is inhibiting and damaging not only to the "tagged" 
person, but also to the "tagger" who, presumably non-disabled, is 
oblivious to the disabled person's context apd reality. Labeling encou- 
rages general izationa and fosters the lumpirfg or categorizing of people 
within a context of deficiency, rather than capability. People with the 
same disability are almost always very different from each other, in the 
same way that any person is different from another person. But labels 
tell us the opposite. 

So we offer our comments on the major types c^f disabilities with misgiv'lngvS. 
We do not want to make i^ seem that people who have disabilities are a 
particular kind of people, set apart from otHera. On the other hand we 
think that it is importaijit for all people to know some basic things about 
disabilities. 



* From the book: What'g the Differ ence? ^ Teaching Po sitive Artitudts 
Toward People with DisabiH tfe.,, by El fen Barnes, C^^^TB^fFifMlZi 
Douglas Biklen 
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Children, schoolmates, peers want and need to know. Yet they themselves 
have been damaged by the "mystery and mockery" surrounding disabilities, 
to compensate, they need their questions answered honestly, directly, 
seriously. But, most of all, they need the chance to observe and emulate 
adults who are, themselves, conserned and compassionate about and with 
other people. 

There are ongoing controversies conserning how various disabilities should 
be grouped. For example, many consider epilepsy a health impaired, others 
as a developmental disability. Some agencies consider autism a language 
disorder, others classify it as a kind of emotional disturbance. Still other 
question the usefulness of the term altogether. We do not defend any of 
the categories which are identified in this manual. We have simply used 
the current classification as defined by the Bureau for the Education 
of the Handicapped. 



BEING AT EASE 
WITH HANDICAPPED CHILDREN 



Fact Sheet 



What to focus on? 

For years handicapped people have been segregated from 
the rest of society as if they were truly different from non- 
handicapped people. Because of such federal legislation as 
Public Law 94-142 (the Education for AH Handicapped 
Children Act of 1975) and Section 504 of the Vocational 
Rehabiittation Act Amendmenta of 1973, individuala who 
have handicaps are being Integrated into the mainstream of 
education, employment and community activitiea. It ia sad 
that attitudes cannot be legislated too, but feara and anxieties 
toward those who are different cahnot be decreed iNegal. It is 
hoped that the present generation, growing up In situations 
where people with handicaps are a natural part of school and 
community Hfe. will put to rest forever the notion that people 
with handicaps are "different/* 

However, for those people who have never known a handi- 
capped person, and are suddenly faced with the new experi- 
ence of having a disabled child In their classroom, scout 
troop, or community activity, it helps to focus on the fact that a 
child with a handicap is a chHd first. A child with e handicap 
has many attributes, such as brown hair, brown eyes, a turned 
up nose, an inability to hear, and so forth. By thinking of a 
child's dtsabUtty as just one of hia many characteristics, the 
anxiety often anttoipated when a youngster with a handicap is 
scheduled to join a program can be greatly reduced. 

What apecial treatment ahould be gheft? 

ChikSren with handicapa need to be treated, as much as pos* 
sible. Uke any other chlkl. It ia unfair to the chlM when he or 
she is not aNowed to compete. The workl at large is mainly 
inhabited by people with the ability to aee, to hear, to apeak, 
and to move about freely. ChiMren with handicaps need to 
practice meeting tf>e standards of the "nomnal" work! while 
they are growing up so ttiey can gain confktonce and inde- 
pendence. 

How can one help but feel sorry for children wHh handi- 
capa? 

If you perceive the disak>led chiki as someone to be pitied, 
someone from whom little shoukJ t>e expected or demanded. 



probably little will come. If , on the ottier hand, you expect ttie 
chikJ to succeed and grow, to learn to act independently, then 
chances are good that the chid wM become a aucceaaful,* 
growing. Independent student. 

How should f ruatratlona or temper lantruma be handled? 

Such problems shoukl be handled the same way they wouk: 
be handled if the chM dkl not have a handk^. It la eaty to 
aasume that diaabled people exiat in a continuous atat# of 
fruatratk)n. This la not true. Of course diaabled chMdren may 
feel fruatrated at times. Theae fruatrattona ahoukJ be handM 
with good sense, remembering that a certain amount of 
frustration is healthy and promotea growth but that too much 
fruatration can be defeating. 

How ahould you reapond to everyday aecompHahanenta? 

It is a joy to see a chikf with a handk:ap able to do the same 
things thai other chlMren do, such aa read, play on the jungle 
gym, or go through the kjnch line. It ia Important, however, to 
distinguish between accomplishments that are attained with 
about the same degree of effort ttwt is required from moat 
children, and those accompllahments that realy repreaent a 
challenge to the handicapped chikl. If people react to ordinary 
accomplishments that were not partlculaily difficult to attain 
as if they were extraordinary, chiklren can devek>p unreaNatic 
views of themaelvea— either an inflated view of tfieir capa- 
bilities and accompHahmenta, based on the continual amaze- 
ment elkrited from others, or a deflated view, baaed on the 
obvkHisly limited expectatkma others hoki for chiklren with 
handicapa. On the other hand, encouragement and reinforce- 
ment shouM be expressed when youngsters accomplish 
taaks made diffk:utt by their apecifk^ disablHties, for example, 
dreaaing for a cNk) with cerebral pakiy. 

How much help ahould be ghren? 

One of the benef ita of malnatreaming ia that chiklren can help 
their disabled dasamatea. But too much help can become a 
hindrance if it robe the chikl of opportunities to learn and prac- 
tk:e independence. Generally if a chikt cannot handle some 



procedure or material, she or he should be taught how to do H 
if at all possible. 

Do chlldrM with communication problems also have prob- 
lems in thinking? 

One disability that people have trouble coping with involves 
speech and language. Whether the communication Impair- 
ment results from a physical disability such as cerebral palsy 
or a speech handicap such as stuttering, the listener tends to 
anticipate what the disabled person is trying to say and not 
allow the person the lime she or he needs to communicate. It 
is easy to mistakenly perceive people who have severe com- 
munication dis^)iltties as alsa having impaired intelligence, 
because of their simple, pooriy artkrulated . speech. It is a 
natural tendency to respond to this kind of language pattern 
with a simplifk:atk>n of your own speech. This shouki be 
avoided Indivkluals who have problems expressing them- 
selves, unless they are also hearing impaired, generally have 
no problem understanding nonmaJ. complex language. 

Isn t there anything tpeclal that needs to be done? 

There are special consideratk)ns that can be helpful to 
children with specific disat>ilities For example, keep in mind 
iha\ children who have^visual impairments depend on what 
they hear and touch to bring them information about their 
sun^oundings. Provide opportunities for visually impaired chil- 
dren to handle things that children with normal vision dan 
simply look at. It is also helpful to describe new people, 
things, and events as they come into the child's environment. 
Atk>w time for the chtM to ask questkxis about what is going 
on. / 

Children who have hearing impairments or who are deaf 
must depend on sight for most of their knowledge. Make sure 
the hearing impaired child can see the face of whoever is 
speaking, since many cues are picked up through lipreading 
and facial expression. Arrange for seating near the teacher or 
leader. Do not assume that a youngster understands you just 
because you have his or her attentkH). Ask whether you have 
been understood. 



Chikiren who have a mental retardatk>n problem can get 
ak)ng better when directk>ns are short and clearly stated. 
Break down tasks into a series of steps that can be com* 
pleted in sequence. Maintain a routine, teach new proce- 
dures, and give time for practice. 

Youngsters with orthoiMdic impairments should be asked 
whether they need help and. if so. what kind. Do not assume 
the cfM needs more help than he aaka for. 

Note: Much of the informatk>n in this fact she^t was based on 
"Oueattons Teachers Ask." a chapter in the put)licatk}n, 
Supporting Vi$iMy Impaired Students in tt^e Mainstreem, by 
Qlenda J. Martin and MoNie Hoben. 1 977. Available from: The 
Council for Exceptkxial Children. 1920 Associatk>n Drive. 
Reston VA 22091 . ($3.00) 

RESOURCES 

Peopie Just Ui(e You: About Hendicaps end Hendi- 
cepped Peopie (en Activity Guide). The activity guide contains 
24 suggested activities to improve the understanding and at- 
titudes of children in grades K-1 2 toward persons with handi- 
caps. Available from: Committee on Youth Devetopn^t. The 
President's Committee on Empk>yment of the Handk:apped. 
Washington DC 20210. (Free) 

TEACHING EMceptionel Children in AH America's Schools-- A 
First Course for Teachers end Principels, by Maynard C. 
Reynokto and Jack W. Birch. 1977. Dedcribes the bi^havior 
characteristics of children wHh varioua disabilities; explains 
the phystoal nature of the impainnent; and provktos sugges- 
tk>ns on how to teach chikiren ^fho have different handk^aps. 
Available from: The Council for ExceptkKial Children. 1920 
Associatkm Drive. Reston VA 22091 . C^l 5.00) 

Whet s the Difference? Teachmg Positive Attitudes Toward 
People wHh Disatmies. by ENen Bmes. Carol Berrigan. and 
Douglas Biklen. 1978. A book of activities for adults and 
chiWren that fosters contact, empathy, informatton and 
reaponsive behavk)r toward disabled people. Available from: 
HUcian Policy Press. P.O. Box 127. University Statton. Syra- 
cuse NY 132 10. ($6.00) 
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Professional Disciplines: Roles & Responsibilities 

Educational Materials 

Sylvia Richardson, M.D. Nolico: This Material May 

Be Prolcclcd [By Ccpyr;r3ht 
Law (Tillo 17, U.S. Code) 

Early Identification and remediation of children With handicapping 
conditions often requires a mult disciplinary approach. Including rep- 
resentatives of pediatrics, neurology, psychology, speech-language 
pathology, special education, and frequently psychiatry. The physician 
must understand the unique contribution of each discipline. It Is 
generally the responsibility of the physician to Integrate the reports 
from related specialists and to Interpret the Integrated formulation to 
parents in terms they can understand. 

Psychologist - Licensed 

A psychologist conducts screening, diagnosis, and treatment of people 
with social, emotional, . psychological, behavioral, or developmental 
problems. There are many different kinds of psychologists. A child 
with school problems would probably be seen by a school psychologist 
or a child psychologist. 

Psychologists may ask children questions, observe them at play, ask 
the parents questions, and observe the children interacting with the 
parents. They may choose to administer standardized tests to assess 
children's cognitive abilities, academic skills, and adaptive behavior 
(ability to use language, to play with others, and to do things 
independently). Psvjhologiits sometimes use play activities to under- 
stand and treat children. At times these specialists may want to talk 
with the whole family to he:.p with problems they might have concerning 
a particular child. Psychologists can also help to determine appro- 
priate educational programs and activities. 

Audiologist - Licensed and/or Certified 

An audlologist conducts screening and diagnosis of hearing problems, 
and may recommend a hearing aid or suggest resources for people with 
hearing handicaps. 

The audlologist can also be called upon to answer questions in the 
following areas: the nature of a. child's hearing loss, what the child 
can and cannot hear or perceive, the usefulness of a hearing aid, the 
care of a hearing aid, and the availability of special programs for 
children with hearing impairment. 



Speech-Language Pathologist - Certified and/or Licensed 



A speech-language pathologist conducts screening, diagnosis, and 
treatment of children a\:^ adults with communication disorders. 
This person may also be ctlled a speech clinician or speech 
therapist. 

The speech-language pathologist vill also assist parents, teacherr 
and other specialists by providing information about the nature aijd 
process of language acquisition and by working with them to establish 
a setting in which the child will have a maximum opportunity to learn 
these skills and where obstacles to Teaming will be minimized. '!'he 
speech-language pathologist is by tra^Tiing equipped to deal with both 
speech (articulation, voice and fluen y) and language problems. 

Nutritionist 

A nutritionist evaluates a person's food habits and nutritional status. 
This specialist can provide advice about normal and therapeutic 
nutrition, and information about special feeding equipment and techni- 
ques to increase a patient's self feeding. 

Occupational Therapist - Licensed 

An occupational therapist evaluates and treats children who may have 
difficulty performing self-help, play or school-related activitiet^, with 
the aim of promoting self-sufficiency and independence in these areas. 
Evaluation and therapy for sensory integration is also provided. 

Physical Therapist - Licensed 

A physical tncrapist evaluates and plans physical therapy programs 
and directs activities for promoting self-sufficiency primarily r^.dated 
to gross motor skills such as walking, sitting, and shifting position. 
He or she also helps people with special equipment used for moving 
such as wheelchairs, braces and crutches. 

Social Worker 

A social worker provides services for individuals and families exper- 
iencing a variety of emotiona} or social problems. This may include 
direct counseling of an individual, family or group; advocacy; and 
consultation with preschool programs, schools, clinics, or other social 
agencies. 

Optometrist 

An optometrist examines the eyes and related structures to determine 
the presence of visual problems and/or eye disease, and to evaluate 
a child's visual development. She/he may also provide developmental 
visual-motor training. 
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Special Education Consultant for Visually Handicapped Children 



Local, Intermediate, county, or state department of education 
usually employ a specially trained teacher of visually handicapped 
children. This professional may be known as an Itinerant teacher, 
resource teacher, or teacher-consultant of visually handicapped 
children. In most states this person Is responsible for planning 
and Implementing long-range plans for visually handicapped children. 

Special Education Teacher of the Hearing Impaired 

This special education teacher has advanced training in teaching 
hearing Impaired children. He or she evaluates and works with these 
children in clinics, special schools, special classes, regular class- 
rooms, or home settings. 

In special classes, he or she works with hearing impaired children 
to help them develop listening, speech, language, academic and social 
skills. He or she may also Instruct parents and teachers how to 
communicate effectively with the child and how to encourage the 
development of the child's own skills. 

Special. Education Teacher^ for Learning Disabled Children 

Specially trained teachers of learning disabled children are usually 
employed by local. Intermediate, county or state departments of 
education. They function as L.D. tutors, resource tutors, or special 
education teachers. In most states they are responsible for planning 
and Implementing long-range plans for learning disabled children. 



Notes to Trainer: This section can be geared to trainees* level of 

awareness. It would be helpful to Invite local 
specialists from various disciplines to field 
questions. 



Resources ; - Local specialists 



- Handouts. (Those attached are optional. You may pref 
others) 
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A ProlMt of Xh9 Parents' CamiMlon for MfMllcapfMd Chitdron and Youth 



•0x1482 
Wathkiglon, D.C. 20013 
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INTO THE MAINSTREAM 



Classrooms are changing. Now, for the first time, many children with 
handicaps are working, learning, and playing side-by-side with their non- 
handicapped peers. With the mandate of P.L. 94-142 that disabled children be 
educated in the "least restrictive environment", youngsters who once would 
have been placed in separate special programs are joining the education main- 
stream. 

Because this is a new experience for the children — and often for their 
teachers — some information and preparation can be very useful. Teachers are 
discovering that everyone can benefit from learning projects designed to teach 
non-disabled children about life in a wheelchair, or without vision, or with- 
out hearing. We would like to tell you of several "awareness" programs that 
have been used successfully in public schools. They are relatively inexpensive, 
easy to replicate, and adaptable to most school settings. 



COUNT ME IN 

The PACER Center 

Parent Advocacy Coalition for Educational Rights 
4701 Chicago Avenue South 
Minneapolis, Minnesota 55407 

Count Me Iat:7teaches children about disabilities and about understanding handi- 
capped children through trained volunteers, who present puppet; shows about 
handicaps to preschool and school age children. For more Information on how 
you can create a similar program in your community, write to PACER. 

THE EXCEPTIONAL EXPERIENCE 

Marilyn Machkowsky,. Maria Colarusso, Co-Directors 
Exceptional Experiences Resources, Inc. 
Hogan Regional Center 
P.O. Box A 

Hathome, Massachusetts 01937 

Originally funded by the Massachusetts Department of Education to prepare for 
integration of handicapped children, this program can be used with students. 



Programs 



with teachers as In-service training, and conmunlty groups. Handbooks and 
other materials on producing awareness programs In schools are available. 



THE HANDICAPPED AWARENESS PROGRAM 

Darline Handley 

CCHC Program Coordinator 

Coordinating Council for Handicapped Children 

407 'South Dearborn Street, Room 680 , 

Chicago, Illinois 60605 

Informal presentations are given by people who have disabilities and talk with 
student audiences about their limitations, their self-help skills and how they 
cope with daily living. They also talk about their activities, special talents 
and achievements, to round out a picture of disabled persons as people who can 
be understood, accepted, and appreciated as individuals. Write to the Council 
for suggestions on creation of awareness programs in your community. 



LET'S BE FRIENDS 

Team of. Advocates for Special Kids (TASK) 
8100 Garden Grove Boulevard 
Garden Grove, California 92641 

For elementary schools, the program team brings two dolls, one handicapped, 
who are shown In a play session.^ They talk ab(Jut the doll's disability and 
play games, modifying them so that both dolls can participate. Afterward, 
the children may examine some of the special ajds that have been brought 
along as exhibits, such as braille books or hearing aids. LET'S BE FRIENDS 
includes a lecture series suitable for high school classes. An information 
packet Is also available. 



^ , Films 

Most organizations concerned with handicapped people have annotated film 
listings available free of charge. National offices of parent groups are also 
a good source of film information. Although we cannot list all the films on 
awareness, we have found those below to be especially valuable. All the films 
we have listed may be borrowed for the cost of return postage from: Handi- 
capped Learner Materials Distribution Center, Audio-Visual Center, Indiana 
University, Bloomlngton, Indiana 47405. 

A DIFFERENT APPROACH. Useful for junior and senior high school students as 
well as adults, this uses ? humorous fllm-within-a-film to make its point 
about hiring dl-abled workers. To purchase, write: South Bay Mayor's Comnit- 
tee for Employment of the Handicapped, 2409 N. Sepulveda Boulevard, #202, 
Manhattan Beach^ California 90266. May also be borrowed for the cost of 
return postage from: Modern Talking Picture Service, 2000 L Street, N.W., 
Room 107, Washington, D.C. 20036. 
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FEELING FREE. Based on the television series of the same name,<^this has been 
edited into fourteen-minute versions for classroom use. Disabled children 
are shown pla^ying games, enjoying recreational activities — and talkinq 
about what it's like to be handicapped. To purchase, write: Scholastic's 
Feeling Free, 904 Sylvan Avenue, Englewood Cliffs, New Jersey 06732. 



PEOPLE YOU'D LIKE TO KNOW. Ten short films that feature children with disa- 
bilities, showing them at home, at school, and with friends. To purchase, 
write: Encyclopaedia Britannica Educational Corporation, 425 North Michigan 
Avenue, Chicago, Illinois 60611. 



As mainstreaming brings more disabled children into regular classrooms, 
and as they begin to be better acquainted with their non-disabled classmates, 
there will be less need for special awareness efforts and programs. Mean- 
while, they can go a long way toward smoothing the path for all concerned. 
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• PUBLIC ATIOIVS LIST 



REGIONAL REHABILITATION RESEARCH INSTITUTE 
ON ATTITUDINAL, LEGAL AND LEISURC BARRIERS 

George Washington University 
1828 L St. , N.W. , Suite 704 

Washington, D.C. 20036 

Phone: (202) 676-6377 

The Regional Rehabilitation Research Institute on Attitudinal , Legal & Leisure Barriers 
(RRRI-ALLB) is located at George Washington University, Washington, D.C. and is funded by 
the National Institute of Handicapped Research, Dept. of Education. The RRRI-ALLB conducts 
research and prepares materials for rehabilitation professionals and the general public 
on attitudes related to disability. The following list or publications can be useful to 
both professionals and the general public in reducing attitudinal barriers toward people 
• with disabilities. 

The last page of this list is yotjr order form. Prices are subject to change without notice. 
Payment must accompany your order. Sorry, we cannot discount bulk orders. 



*** BARRIER AWARENESS SERIES *** 

^^eries of booklets dealing with attitudes toward disability. Can be used independently 
■ or as a set. Each booklet focuses on a different set of attitudinal barriers. Written 
for the general public. 

f THE INVISIBLE BATTLE: ATTITUDES & DISABILITY - Attitudes of nondisabled people 
toward disabled people in general. Price: $ ,50 . 

• BEYOND THE SOUND BARRIER - Attitudes toward people with hearing impairment or 
deafness. Price: $ .50 

t FREE WHEELING -- Attitudes toward people who use wheelchairs. Price: $ .50 

• COUNTERPOINT Attitudes of disabled people toward nondisabled people. Companion 
to The Invisible Battle . Price: $ .50 

• DIGNITY -- Attijtudes toward people with mental retardation. Price: $ .50 

t OVERDUE PROCES:^: PROVIDING LEGAL SERVICES TO DISABLED CLIENTS — Attitudes of 

legal professionals toward disabled people and how those attitudes affect a disabled 
person's access to the legal system. Conta.ins resource' listings of relevant 
journals and o^-ganizations. "Price: $ .50 

• SENSE ABILITY ••- Attitudes toward people who are blind or partially sighted. 
Price: $ .50 

• • INSIDE OUT — Attitudes toward people with hidden disabilities (e.g., epilepsy, 
diabetes, cancer), Price: $ ,50 
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ANNOTATED BIBLlLGiWPHIES *** 



• BIRNOUT AND THE SOCIAL SERVICE PROFESSIONS: AN ANNOTATED BIBLIOGRAPHY 
(byMakas). 25 listings, 1980. Price: $1.30 ' 

• CLIENT & COUNSELOR ATTITUDES IN A REHABILITATION SETTING: A SELECTED 
ANNOTATED BIBLIOGRAPHY (byMakas). 59 listings, 1979. Price: $1.00 

• ATTITUDES & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY 1975-1977 
(by Panieczko). 83 pages, 1978. Price: $3.00 

• LAW & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY OF ARTICLES IN LEGAL 
PERIODICALS 1976-1978 (by Topp & Cornelius). 20fi listings, 1979. Price: $3.00 

*** GUIDES *** 

• A LISTING OF DISABILITY-ORIENTED CONSUMER AND SUPPORT ORGANIZATIONS 
(by Cornelius). 87 listings, 1979. Price: $1.00 

• HANDBOOK OF EMPLOYMENT RIGHTS OF THE HANDICAPPED: SECTIONS 503 & 504 
OF THE REHABILITATION ACT OF 1973 (by Hermann & Walker). Written for 
the layperson. 87 pages + glossary. Price: $3.00 

*** SEXUALITY & DISABILITY *** 

\ • 

• WHO CARES? A HANDBOOK ON SEX EDUCATION AND COUNSELING SERVICES FOR DISABLED 
PEOPLE (by Chipouras, Cornelius, Daniels & Makas). 234 pages, including 
resource appendices. Final report of the Sex & Disability Project. Written 
for disabled consumers, counselors, service providers, trainers, educators, 
and administrators. 1979. Price: $10.00 

• SEXUALITY & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY. Second Edition 
(by Cornelius, Makas & Chipouras). 413 listings, 1979. Price: $3.00 

*** REPORTS *** 

• FOCUS ON RESEARCH: RECREATION FOR DISABLED INDIVIDUALS. Report of 
national needs assessment on recreation related to people with 
disabilities. Includes research topics and background information. 
165 pages, 1980. Price: $4.00 

• REHABILITATION COUNSELOR-CLIENT STUDY: FINAL REPORT (by Makas). An analysis 
of a survey on rehabilitation client attitudes toward certain counselor 
characteristics. 56 pages, 1980. Price: $2.00 

*** NEWSLETTER *** 

• RE: SEARCH -- A bi-monthly publication on various topics of interest to 
the rehabilitation community and news about the RRP.I-ALLB. Price: Free 
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- July 15, 1980 



ORDER FORM 



NAME: • 
-ADDRESS: 



QUANTITY TITLE 



THE INVISIBLE BATTLE: ATTITUDES & DISABILITY @ $ . 50 

BEYOND THE SOUND BARRIER @ $ .50 

FREE WHEELING @ $ .50 

COUNTERPOINT (a $ .50 

DIGNITY C8 $ .50 

OVERDUE PROCESS (a $ . 50 

SENSE ABILITY @ $ .50 

INSIDE OUT @ $ .50 



COST 



BURNOUT AND THE SOCIAL SERVICE PROFESSIONS; 
BIBLIOGRAPHY @ $1.00 



AN ANNOTATED 



CLIENT & COUNSELOR ATTITUDES IN A REHABILITATION SETTING: 
ANNOTATED BIBLIOGRAPHY & $1.00 



A SELECTED 



ATTITUDES & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY 1975-1977 
0 $3.00 • . - 

LAW & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY OF ARTICLES IN 
LEGAL PERIODICALS 1976-1978 @ $3.00 . 

A LISTING OF DISABILITY-ORIENTED CONSUMER AND SUPPORT ORGANIZATIONS 
(3 $1.00 

HANDBOOK OF EMPLOYMENT RIGHTS OF THE HANDICAPPED: SECTIONS 503 & 504 
OF THE REHABILITATION ACT OF 1973 @ $3.00 

FOCUS ON RESEARCH: RECREATION FOR DISABLED 'INDIVIDUALS @ $4.00 

WHO CARES? A HANDBOOK ON SEX EDUCATION AND^ COUNSELING SERVICES .FOR 
DISABLED PEOPLE @ $10.00 



SEXUALITY & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY. 
0 $3.00 



2nd. Ed. 



REHABILITATION COUNSELOR-CLIENT STUDY: FINAL REPORT & $2.00 
RE: SEARCH Subscription free. 

Total Amount Enclosed 
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PAYMENT MUST ACCOMPANY YOUR ORDER *** CHECK PAYABLE TO: George Washington Univ. 



S£ND ORDERS TO; 



RRRI-ALLB Publications 
1828 L St. . N.W. . Suite 704 
Washington, D.C. 20036 



UNIT III : IDENTIFICATION 
GOALS AND OBJECTIVES 



Identifying Children and Youth wich Handicapping 
-^Jpnditions 



Purpose ; 

* ■ 

To examine indicators of handicapping conditions, the need for 
• * coordinated services for ^disabled children and youth, and to - ' 
foster positive attitudes toward disabled children and youthi * 

■ *■ ' • 

Specific Objectives ; ^ c 

At the conclusion of this session, participants should S 

1. Recognize the need to be sensitive to and accept the need for 
early intervention strategies for children exhibiting handi- 
capping conditions. 

2k Recognize the handicapping conditions included in PL 94-142. 

a. Understand the difference between disabilities and 
handicaps. 

b. U.nderstand the scops of handicapping conditions to include: 

» (1) severely handicapped ^. 
/ (2) mildly and moderately handicapped 
(3) high risk children and youth 

3. Recognize the indicators of the following handicapping conditions 

a. Visual impairments 

b. Hearing impairments ' ' ^ ' 

c. Orthopedic impairments 

d. Speech impaitnnents 

e. Mental retardation 

f. Severe emotional disturbances 

g. Learning disabilities ^ 

h. Health impairments 

i. High-risk conditions ' • ' 

4. Recognize and accept the need for coordinated services for 
disabled children and youth. 
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Unit III 
Identification 
by 

Anthony Bashir, Ph.D. 



HANDICAPPING CONDITIONS AND P.JL, 94-142 



But always the surest guarantee of change and 
growth is the inclusion of living persons in 
every stage of an activity. Their livc;S, 
their experiences and their continuing 
responses - even their resistemce - inf ise 
with life any plan which if living pcurticipants 
are excluded, lies on the drawing bosurd and 
loses its reality, 

Margaret Mead 

I. P.L. 94-142: Summary of Decision Model 

A, Referral: Referral is made specific to a set of chief 

complaints or concerns, 
1,. Consent for testing from parent or legal guardian 

2. Decisions for assessments on the basis of chief complaint 
or concerns. 

3, Additional Assessments as may be required 

B, Meeting of the Evaluation Team 

1. Sharing of assessment findings 

2. Integration of findings 

3. Determination of the presence or absence of a handicapping 
condition 

C, Ser/ice Needs: The Individual Educational Plan 

1, Educational Placement 

2, Clinic-educational needs 

D, Individual is placed in the appropriate setting 

E, The Individual Educational Plan is implemented 
The Individual Educatic^nal Plan is reviewed 

F, Annual Review 

1. The Evaluation Team reconvenes 

2, Information concerning present status of child is shared 

3, Appropriateness of the Individual Educational Plan and 
placement is discussed 

4. Revision of the Individual Education Plan and Service Plan 



G, 



Individual is placed in the appropriate setting 



2. 



P. L. 94-142: The Handicapping Conditions 

The following are considered handicapping conditions within the law 

A. Deaf 

B. Hard-of -Hearing 

C. Mentally Retarded 

D. Qrthopedically impaired 

E. Other health impaired 

F. Seriously Emotionally Disturbed 

G. Specific Learning Disabilities 

H. Speech impaired 

I. Visually Handicapped 

-Some Aspects of Hemdicapping Conditions 

A. The Deaf and Hearing Impaired 

"Deaf" means a hearing impairment which is so severe that the 
child's hearing is non-functional for purposes of educational 
performance" "Hard of hearing" means a hearing impairment , 
whether permanent or fluctuating which adversely affects a 
child's educational performance, but which is not included 
under . . . deaf . . ." P.L. 94-142 

1. Etiology 

2. Classification of Hearing impairments 

a . types 

b. degree 

c. age of onset 

3. Assessment 

4. Habilitation . 

a. Early identification and early programs; Auditory 
Approaches 

b. Debate: Oral vs. Total Communication 

c. Amplification 

d. Speech and language Acquisition 

e. Implications for learning in school: Program Options 

f . Implications for psychological dev^eloptnent 

g. Implications for life planning 



5. Behavioral Indices for High Risk: Some things to consider 



(1) family 

(2) peers 

(3) vocation 




\ 



a. 



High Risk Indicators, e.g., Rubella, Anoxia, prematurity, 
Rh- in compatibility, meningitis, encephalitis, etc. 
Genetic: Familial History 



\ 



\ 



b. 




f 



3. 



c. Fluctuating attention to sound or speech 

d. History of chronic middle ear disease 

e. Irritability - Hyperactivity 

f. Decreased Localization Response 

g. Delay in onset cf language or developmental alteration 
in language and speech acquisition 

i. Variability in response to speech from group to 
individual setting 

B. Mental Retardation 

"Mentally Retarded" means significantly subaverage general 
intellectual functioning existing cor'^urrently with deficits 
in adaptive behavior and manifested during the developmental 
period, which adversely affects a child's educational per- 
formance" P.L. 94-142 

1. Definition: Marks the necessity of three criteria in 
determining mental retardation, i.e., 

a. impairment of intelligence 

b. The manifestation in the "Developmental Period" 

c. Impairment in adaptive behavior, i.e. , Learning 
Skills. Social realization, economic independence/ 
dependence 

Classification: Must consider these areas in individual 
planning and programming needs 

2. Etiology 

a. Genetic Causes 

b. Pre-natal, neonatal, postnatal problems 

c. Infectious Diseases 

d. Nutritional aspects 

3. Classification 

a. Range of Severity 

b. Differential Aspects of Deviant Functions 

(1) Cognitive skills 

(2) Judgement and reasoning 

(3) Self-help skills 

(4) Motor abilities 

(5) Communication skills 

(6) Socialization 

( 7 ) Academ ic le am ing 

(8) Family-Environment interaction 
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4. 



Assessment 



a. Assessment of an individual for the determination of 
mental retardation is by nature complex and requires 
the use of a multidisciplinary approach 

b. Instruments of intellectual assessment and the problem 
of culture-free testing 

c. The sociological implications of assessment 



a. Mainstreaming and other educational provider models, 
e.g. , self-contained, resource rooms, tutorials, 
special therapies, etc. 

b. The family setting 

c. Social aspects of educational management 

d. Vocational Issues 



a. High Risk Indicators (See Etiology B,2) 

b. Delayed acquisition of motor milestones 

c. Delayed acquisition of speech and language skills 

d. Inconsistent patterns in the development of 
attention skills, eye-hand coordination activities, 
comprehension of language, significant reduction in 
sentence production and vocabulary growth, etc. 

e. Decrease rate and effectiveness in academic learning 



"Orthopedically impaired" means a severe orthopedic impairment 
which adversely affects a child's educational performance. The 
term includes impairment caused by congential anamoly (e.g., 
club foot, absence of some member, etc.), impairment caused by 
disease (e.g., poliomyelitis, bone tuberculosis, etc.) and 
impairments from other causes (.e.g, fractures of bums which 
cause contractures, amputation, cerebral palsy, etc.)." P.L. 



There is a need to clearly identify the differences among the 
disabilities described under the collective term "Orthopedically 
impaired". The areas of functioning such as sensory, intellectu- 
al, motoific, emotional and school growth cure differentially 
involved. Consequently, care must be taken in the assessment 
cind educational planning for a child with, for example, clubfoot 
and the child with significant non-progressive central nervous 
system disorder as manifested in the child with cerebral palsy. 

1. Etiology 



5. 



Educational management 



6. 



Behavioral Indices for High Risk: Some things to consider 



Orthopedically Impaired 



94-142. 



b. 



a. 



Embryo dysgenesis 

Prenatal, natal, post-natal events 




5. 



3. 



4. 



c. Infectious diseases 

d. Acquired causes 

Classification 

a. Type of impairment 

b. Specification of site of involvement 

c. Specification of impairment in terms of impact 



(1) Acquisition of motor patterns 

(2) Kind of movement disorder 

(3) Effects on postural tone and 
post u ra 1 St abi li ty 

(4) Effects on range of motion 

(5) Effects on the acquisition of functional 
motor skills and independence of motor 
based functions e.g., walking, feeding, 
pressing , writing, etc* 



d. Severity as a fianction of independence and 
constraints on a development of independence' 

e. Age of onset 

Assessment: The determination of need must be by a 
multidisciplinary team in which integration of medical, 
clinical and educational assessments occurs. Those 
individuals providing assessments should be chosen on 
the basis of professional training and experiences with 
individuals evidencing a diverse range of orthopedic 
conditions. 

Habilitation 

a. Early Intervention Programs: the need for having 
holistic approaches to the problem, especially with 
cerebral palsy and spina bifida 

b. Accomodaticn needs 



(1) Physical needs, brauna and prosthetic 
applicances 

(2) Motor planning training and facilitation 

(3) Adaptive equipment and adapting of 
equipment 

(4) Environmental, e.g., toileting, feeding, 
grcx^ming 

(5) Architectural accomodations 

(6) Augmentative Communications Systems 



c. Curricular needs and provider models 

d. Social-vocational needs and appropriate planning 

e. Planning for disruptions in educational process 
due to need for medical-surgical intervention 



on 




5. These conditions are a result of congenital anomalies, 
accidents or as a result of disease processes and are 
known form birth, early infancy or noted as a consequence 
of severe illness 

6. The edx5ve discussion will aslo apply to those children 
with "other health impairments". An approach which inte- 
grates the unique emd differing ways various diseases affect 
a child's life emd consequently his/her availability as a 
learner must be used. There is a need frequently to review 
a child's status as aspects of disease impinge upon life. 
The impact of chronic illness and acute episodes must be 
realistically managed in all aspects of a child's life with 
family, school and social attention. 

Seriously emotionally disturbed. 

"Seriously emotionally disturbed*' means a condition exhibiting 
one or more of the following characteristics over a long period 
of time and to a marked degree: an inability to lesmi which 
cannot be explained by intellectual, sensory, or health factors; 
an inability to build or maintain satisfactory interpersonal 
relationships with peers and teachers; inappropriate types of 
behaviors or feelings under normal circumstances; ^a general or 
pervasive mood of unhappiness or depression; or a tendency to 
develop physical symptoms, or fears associated with personal 
or school problems. The term includes children who are schizo- 
phrenic or autistic. The term does not include children who 
are socially maladjusted but not emotionally distrubed". P.L. 
94-142. 

1. Etiology 

a. Genetic 

b. Biochemical basis 

c. Environmental/Interactional Basis 

2 . Classification 

a. Severity: as a function of perceived social and* 
inter-personal deviancy and loss of functional 
independence 

b. Types: Ranging from chronic anxiety, depression, 
aggr es si on , aut i sm , sch iz opher n i a . 

c. Age of onset 

3. Assessment: 

a. To establish current levels of functioning, e.g., 
cognitive , emotional , academic , and social 

YS7^ To evaluate maintaining factors that interfere 
with the person's resolution of conflict 
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c. To determine the appropriate milieu for the individual 
that will facilitate emotional and cognitive growth 

4. Habilitation 

a. Mileau setting; residential setting; other seirvice 
models 

b. Psychiatric/Psychological Therapy 

c. Work with the family 

5. Behavioral Indices of High Risk: Some considerations 

a. The inability to relate or enter into reciprocal 
activities 

b. The deterioration of family relationships 

c. The inability to establish or the deterioration of 
peer relationships 

d. Inappropriate or bizarre content of ccxnmunication 

e. Behavioral Disruption, e.g., significant aggressive 
behavior, disrxiption in sleep patterns, regression in 
bowel and or bladder control, significant changes in 
feeding behavior 

f. Irrational or exagerrated fears 

g. Periods of unexplained saddness, crying, or withdrawal 
or lethargy 

h. Periods of agitated behaviors, e.g., inattention, 
preoccupation (day-dreaming) , distractibility 

i. Periods of "ritualistic" behaviors 

j. Inability to tolerate change or alteration of 

routines, i.e., over reliance on routines 
k. excessive use of substances 

E. Specific Learning Disabilities 

"Specific Learning Disabilities means a disorder in one or 
more of the basic psychological processes involved in under- 
standing or or in using lemguage, spoken or written, which 
may manifest itself in an imperfect ability to listen, think, 
speak, read, write, spell or to do mathematical calculations. 
The term includes such conditions as perceptual handicaps, 
brain injury, minimal brain dysfunction, dyslexia and develop- 
mental aphasia. The term does not include children who have 
learning problems which are primarily the result of visual, 
hearing, of motor handicaps, of mental retardation, or of 
environmental cultural, or economic disadvantages." P.L. 94-142. 

Learning disabilities is a general term that refers to a group 
of differing disorders. These disorders are realized as 




8. 



significant difficulties in the acqiiisition and use of 
one or more of the following functional listening, speaking, 
reading, witing, reasoning and mathematical abilities. 
Individuals with such disabilities may also evidence problems 
in their quality to self-regulate behaviors and demonstrate 
altered patterns of social perceptiwi and social interaction 
(NKLD: Position paper on Learning Disabilities: Issues on 
Definition, 1981). 

. ■ i/ 

1. Etiology 



a. Genetic factors 

b. Anatomical differences of the central nervous 
system (CNS) 

c. Neuromaturational delay 

d. Neurochemical/metabolic imbalance 

e. Severe nutritional deficiency 

f . Trauma to the CNS and other acquired causes 



2. Classification 



a. Type of presenting discJ^ility 

b. Severity of presenting disability 



(1) Disorders of listening 

(2) Disorders of oral expression 

(3) Disorders of written expression 

(4) Deficits in acquiring basic reading skills 

(5) Deficits in reading comprehension 

(6) Deficits in conceptual functioning and meaning 
]f , "(7) Deficits in mathematical calculation 

Assessment 

/ 

Assessment: The goal of assessment is the determination of 
strength and weakness patterns and learning styles. As they 
relate to the individual's learning disability. Provision of 
assessment should be a multidisciplinary team. 

4. Habilitation 

a. Selection of appropriate educational setting, e.g., 
mainstreaming with supportive services, self-contained 
classroom, the use of the resource room 

b. Specific therapies 

c. Psychological/Counselling Services 

d. Pre-vocational and vocational planning 



5, Behavioral Indices of High Risk: Some considerations 

♦■ 

a. History of inattention, distractibility , impnlsivity. 

b. History of hyperactivity 
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c. Presence of problems with eye-hand coordination 

d. Problems in orientation and laterally 

e. Presence of language disorders 

F. Commvmication Disorders 

"Speech impaired" means a corranvmication disorder, such as 
stuttering, impaired articulation, a language impairment, 
or a voice impairment, which adversely affects a child's 
educational performance." P.L. 94-142. 

1. Etiology: Disorders of communication have heterogenesis 
etiologies. 

a. Structural causes 

b. Central and peripheral nervous systems basis 

c. Sensory basis 

d. cognitive basis 

e. emotional basis 

f. Misleauming ?s a basis 

g. Environmental interaction as a basis 

2 . Classif ication 
a. Types 

(1) Resonance Disorders: Deficits arising from a 
disruption in normal oronasal sound balance 
and most commonly heard or heard as hyper- 
nasality or hyponasality 

(2) Voice disorders; Deviations in the quality, 
pitch, or loudness of the voice. The basis 
of these deficits may be physiological and/or 
psychological in nature 

(3) Fluencey disorders: Disruptions in the 
natural flow of connected speech. The most 
common form of the disorder is stuttering. 

(4) Articulation Disorders: Problems in speech 
sound production 

(5) Lzmguage Disorders: Disruptions in the person's 
ability to comprehend and/or use the symbol 
systems of language; these individuals evidence 
problems in the use of language for purposes of 
social dialogue; in addition the majority of 
these individuals will evidence academic 
learning problems 

ll'j 
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b. Severity 

c. Age of onset 

3. Habilitaticjn 

a. Early intervention programs 

b. Pre-school and school-based self-ccjtitained language 
classes 

c. Psychological/coH|selling support systems 

d. Family support sy^k^s 

e. Medical-surgical management 

f. Specific speech- language therapies 

g. Audiological assessments and management 

4. Behavioral Issues for High-Risk: Some considerations 

a. Hearing impairment 

b. Significant history of chronic middle ear disease 
in the first two yeeurs of life 

c. Structural disorders of the oral cavity, e.g., 
cleft' lip and palate 

d. Nourological disease or disorders 

e. Lack of two-word plir^ses* by 2 year, 6 months 

f . Lac): of comprehension of name, body parts and common 
objects by 2 years 

g. Lack of sentences by 3 years 

Visually Handicapped . 

"Visually Handicapped" means a visual impairment which after 
correction, adversely affects a child's educational performance. 
The team includes both partially seeing and blind children." 
P.L. 94-142. 

1. Etiology * 

a. Infections ^ ^ 

b. Injuries 

c. Escessive Oxygen 

d. Tumors 

e. In association with known developmental disabilities 

f. prenatal causes, e.g., rubella 

2. Classification 

a. Site of lesion 

b. Type of disorder 

c. Severity of disorder 

d. Age of onset 
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Assessment 

a. Medical Aspects 

b. Educational Aspects 

(1) Academic 

(2) Ambulation 

c. Personal and social assessment 
Habilitation 

a. Early intervention 

(1) Medical management 

(2) Education management 

b. Type o£ educational setting 

c. Ambulation and parpatetic training 

d. Braille: its teaching and u^e 

e. Pre-vocational and vocational aspects 

f. Personal and social assessment 

Beha^'ioral Issues for High Risk: Some considerations 

a. ^arly signs: not asFociated with knovm 
nedical concerns 

(1) Appearance of strabismus after 2 mos. 

(2) Wandering or uncoordinated eyes 

(3) Nystagmus 

(4) Holding items close for visual 
inspection 

(5) Locking head to look at objects or 
people 

(6) Disregarding objects in the peripheral 
field 

(7) . Poking, rubbing of eye^ 

(8) Flicking fingers at periphery of 
, visual fields 
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12. 

(9) Light staring in reference to people 
In the older child 

(1) Complaints of eyes itcliing/ burning, etc. 

(2) Complaining of blurred vision, not being 
able to see the board in school 

(3) Holding objects or books close for 
vi sual in spection 

(4) Cocking headjto look at objects or 
people 

(5) Occular-motor problems 

J ■ 



UNIT III: IDENTIFICATION 
RESOURCES 



Fact Sheet about Handicapping Conditions and the People It Affects. 

Chart of Normal Development: Infancy to Six Years of Age, from 
Mains treaming Preschoolers , the Head Start Bureau. 

Diagnostic Criteria for Reporting Handicapped Children in Head Start, 

Seventh Annual Report of the U.S. Department of Health, E/iucation, 

and Welfare to the Congress of the United States on Services 

Provided to Handicapped Children in Project Head Start, February 1980. 

Observational Checklists for: 
Motor Problems 
Health Problems 
Emotional Behavior Problems 
Mental Retardation**^ 
Speech and Language* 
Learning Disabilities* 
Hearing* 
Visual* 

* Adapted from the series on Mainstreaming Preschoolers for the Head 
Start Bureau by the staff of CRC Education and Human Development, Inc. 

Fact Sheet - Learning Disabilities, by ERIC Clearinghouse on Handicapped 
and Gifted Children. 

Getting to Know Each Other, a reading list to help you learn more about 
children and youth who have handicaps, by CLOSER LOOK. 

Developmental Screening 'of Preschool Children: A Critical Review of 
, Inventories Used in Health and Educational Programs, by Helene 
S. Thorpe, and Emmy E. Werner, published in Pediatrics , llay 1974. 



Professional Competence and the Assessment of Exceptional Children, 
by Bennett, R. Journal of Special Education , in press. 



FACT SHEET ABOUT HANDICAPPING 
CONDITIONS AND THE PEOPLE IT 
AFFECTS 



• One In every ten Americans has a mentally retarded family member.* 

• An estimated one to three percent of the United States population is 
believed to be mentally retarded — possibly 6.5 million people.* 

• VHieelchair users — about 500,000 in the United States — have a variety 
of disabilities ranging from paralysis and nerve damage to muscle 
weakness and lack of coordination. 

• In the United States, five in every ten thousand births will result 
in Kanner Sjmdrome, or "classic" autism.**^ 

• Children who have many of the symptoms of autism, but are not "classic" 
autistic children, occur in fifteen out of every ten thousand births 
(this also includes related communication handicaps).** 

¥ There are roughly sixty thousand autistic children under the age of 
eighteen in the United States.** 

• There are more than eight million handicapped children in the United 
States.*** 

• More than half of the handicapped children in the United States did 
not get the right educational services. 

• One million of the handicapped children in the United States were not 
in the public school system and did not go through school with non- 
handicapped classmates. 

• One in eleven persons is handicapped. 

• Over eleven million Americans ages 16-64 reported that they had per- 
manent work disabilities in 1970. 

• Disabilities increase with age. 

• Thirty seven percent of disabled Americans ages 18-64 did not go beyond 
elementary school compared with eighteen percent of the general , population. 

• Eighty-five percent of the disabled did not go beyond high school compared 
with seventy-five percent of the general population. 

• Only five percent of the disabled had some college education compared 
with eleven percent of the generpl population. 
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* Information from the National Association for Retarded Citizens. 

** Information from the National Society for Autistic Children. 

*** Information from the President's Committee for Employment of the 
Handicapped. 
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• Higher proportions of disabled persons have never worked than persons 
In the general population. 

Disability takes a variety of forms:* 

• Twenty six percent of the disabled had cardiovascular disorders. 
Including heart troubles and high blood pressure. 

• Twenty five percent had muscular or skeletal conditions. Including 
arthritis, rheumatism and back troubles. 

• Ten percent had mental disorders. Including mental retardation and 
mental Illness. 

• Nine percent had respiratory and related disorders. Including asthma. 

• Nine percent had disorders of the nervous system. Including epilepsy, 
multiple sclerosis, and paralysis. 

• Five percent had digestive disorders. 

• Three percent had diabetes. 

• Three percent had visual Impairments. 

• Ten percent had other and unspecified conditions. (It Is estimated that 
deafness Is the nation's most prevalent disability. However, no break- 
down on deafness was Included In the above profile). 



* U.S. Government Printing Office: 1980, 0-328-974/6518. 

Source: Facts About Handicapped People, The President's Committee on 
Employment of the Handicapped, Washington, D.C. , 20210. 
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From: Malnstreamlng^ Pre-schoolers , Head Start Bureau. 



Chart of 

Normal 

Development: 

Infancy 

to Six Years 

of Age 



The chart of normal devdopment 
on the next few pages presents 
children's achievements from infanqy 
to six years of age in five areas: 

• motor skills (gross and fine) 

• cognitive skills 

• self-help skills 

• social skills 

• oommunication skills (under- 
standing language and speaking 
language). 

In each skill area, the age at which each 
milestone is reached on the average is 
also presented. This information is use- 
ful if you have a child in your class 
who you suspect is seriously ddayed in 
one or more skill areas. 

However, it is import9nt to remem- 
ber that these milestones are only 
average. From the moment of birth, 
each oiild is a distinct individual, and 
develops in his or her unique manner. 
No two children have ever reached all 
the same developmental milestones at 
the exabt same ages. The examples 
that follow show what we mean. 

By nine months of age, Gi Lin had 
spent much of her time scooting 
around on her hands and tummy, 
making no effort to crawl. After about 
a week of pulling herself up on chairs 
and table legs, she let go and started 
to walk on her own. Gi Lin skipped 
the crawling stage entirely ana scarce- 
ly said more than a few sounds until 
she was 15 months old. But she 



walked with ease and skill by W2 133 
months. 

Marcus learned to crawl on all 
fours very early, and continue crawl- 
ing until he was nearly 18 months old, 
when he started to walk. However, he 
said single words and used two-word 
phrases meaningfully before his first 
birthday, A talking, crawling baby is 
quite a sight^ 

MoUy worried her parents by 
saying scarcely a word, although she 
managed to make her needs known 
with sounds and gestures. Shortly 
after her second birthday, Molly sud- 
denly began talking in two- to four- 
word phrases and sentences. She was 
never again a quiet child. 

All three children were healthy and 
normal By the time th^y were three 
years old, there were no major differen- 
ces amoiu; Ihem in walking or talking. 
They hadsimply developed in their 
own y^ays ana at their own rates. 
Some cmldren seem to conoentrate on 
one thing at a time — learning to 
crawl, to walk, or to talk Other 
children develop across areas at a 
more even rate. 

As you read the chart of normal 
development, remember that children 
don't read baby books. They don't 
know th^y^re supposed to be able to 
point out Daddy when th^y are a year 
old, or copy a cirde in their third year. 
And even if <hey could read the baby 
books, ^tiey probably wouldn't follow 
them! Age-related development mile- 
stones are obtained by averaging out 
what many children cio at various 
ages. No duld is ^^average" in all 
areas. Each child is a unique person. 

One final word of caution. As 
children grow, ^eir abilities are 
shaped by the opportunities they have 
for learning. For example, althdiii^ 
many five-yearolds can repeat son^ 
and rhymes, the child who has not 
heaxd songs and rhymes many times 
cannot be emected to repeat them. All 
areas of development and learning are 
influenced by chDdien's experiences 
as wdl as by the abilities they are bom 
with. 
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0-12 Months 



Sits without support. 
Crawls. 

Pulls self to stand- 
ing and stands 
unaided. 

Walks with aid. 

Rolls a ball in im< 
itation of adult. 



Reaches, grasps, 
puts object in mouth. 

Picks things up with 
thumb andf one fin- 
ger (pincer grasp). 

Transfers object 
from one hand to 
other hand. 

Drops and picks up 
toy. 



Responds to speech 
by looking at 
speaker. c 

Responds different- 
ly to aspects of 
speaker s voice (for 
example, friendly or 
unfriendly, male or 
female). 

Turns to source of 
sound. 

Responds with ges- 
ture to hi, bye-bye, 
and up, when these 
words are accom- 
panied by appropri- 
ate gesture. 

Stops ongoing action 
when told no (when 
negative is accom- 
panied by appropri- 
ate gesture and 
tone). 



Makes crying and 
non-crying sounds. 

Repeats some vowel 
and consonant 
sounds (babbles) 
when alone or when 
spoken to. 

Interacts with others 
by vocalizing after 
adult. 

Communicates 
meaning through 
intonation. 

Attempts to imitate 
sounds. 



12-24 Months 



Walks alone. 

Walks backward. 

Picks up toys from 
floor without falling. 

Pulls toy, pushes toy. 

Seats self in child's 
chair. 

Walks up and down 
stairs (hand-held). 

Moves to music. 



Builds tower of 3 
small blocks. 

Puts 4 rings on stick. 

Places 5 pegs in peg- 
board. 

Turns pages 2 or 3 at 
a time. 

Scribbles. 

Turns knobs. 

Throws small ball. 

Paints with whole 
arm movement, 
shifts hands, makes 
strokes. 



Responds correctly 
when asked where, 
(when question is 
accompanied by 
gesture). 

Understands prepo- 
sitions on, in, and 
under. 

Follows request to 
bring familiar object 
from another room. 

Understands simple 
phrases with key 
words (for example. 
Open the door, or 
Get the ball). 

Follows a series of 
2 simple but related 
directions. 



Says first mean- 
ingful word. 

Uses single words 
plus a gesture to ask 
for objects. 

Says successive 
single words to de- 
scnoe an event. 

Refers to self by 
name. 

Uses my or mine to 
indicate possession. 

Has vocabulary of 
about 50 words for 
important {>eople, 
common objects, and 
the existence, non- 
existence, and recur- 
rence of objects and 
events (for example, 
more and all 
«one). 
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Follows moving 
object with eyes. 

Recognizes differen- 
ces among people. 
Rt^^ponds to stran- 
gers by crying or 
staring. 

Responds to and 
imitates facial 
expressions of others. 

Responds to very 
simple directions (for 
example, raises arms 
when someone says. 
Come, and turns 
head when asked. 
Where is Daddy?). 
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Imitates gestures and 
actions (tor example, 
shakes head no, 
plays peek-a-boo, 
waves bye-bye). 

Puts small objects in 
and out of container 
with intention. 



Feeds self cracker. 

Holds cup with two 
hands. Ehrinks with 
assistance. 

Holds out arms and 
legs while being 
dressed. 



Smiles spontaneous- 

ly. 

Responds differently 
to strangers than to 
familiar people. 

Pays attention to 
own name. 

Responds to no. 

Copies simple 
actions of others. 



Imitates actions and 
words of adults. 

Responds to words or 
commands with 
' appropriate action 
(for example: Stop 
that Get down). 

Is able to match two 
sunilar objects. 

Looks at storybook 
pictures with an 
adult, naming or 
pointing to familiar 
objects on request (for 
examplerWhat is 
that? Point to the 
baby). 



Recognizes difference 
between you and 
me. 

Has very limited 
attention span. 

Accomplishes pri- 
mary learning 
through own explora- 
tion. 



Uses spoon, spilling 
little. 

Drinks from cup. one 
hand, unassisted. 

Chews food. 

Removes shoes, 
socks, pants, sweater. 

Unzips large zipper. 

Indicates toilet needs. 



Recognizes self in 
mirror or picture. 

Refers to self by 
name. 

Plays by self. 
Initiates own play. 

Imitates adult 
behaviors in play. 

Helps put things 
away. 
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24-36 Months- Runs forward well. 

Jumps in place, two 
feet together. 

Stands on one foot, 
with aid. 

Walks on tiptoe. 

Kicks ball forward. 



Strings 4 large 
beads. 

Turns pages singly. 

Snips with scissors. 

Holds crayon with 
thumb and fingers, 
not fist. 

Uses one hand con- 
sistently in most 
activities. 

Imitates circular, 
vertical, horizontal 
strokes. 

Paints with some 
wrist action. Makes 
dots, lines, circular 
strokes. 

Rolls, pounds, 
squeezes, and pulls 
clay. 



Points to pictures of 
common objects 
when they are 
named. 

Can identify ob- 
jects when told their 
use. 

Understands ques- 
tions forms what 
and where. 

Understands nega- 
tives no, not, can't, 
and don't. 

Enjoys listening to 
simple storybooks 
and requests them 
again. 



Joins vocabulary 
words together in 
two- word phrases. 

Gives first and last 
name. 

Asks what and 
where questions. 

Makes negative 
statements (for ex- 
ample. Can't open 

it). 

Shows frustration at 
not being under- 
stood. 



36-48 Months 



Runs around ob- 
stacles. 

Walks on a line. 

Balances on one foot 
for 5 to 10 seconds. 

Hops on one foot. 

Pushes, pulls, steers 
wheeled toys. 

Rides (that is, steers 
and pedals) tricycle. 

Uses slide without 
assistance. 

Jumps over 15 cm. 
(6") high object, 
landing on Doth feet 
together. 

Throws ball over- 
head. 

Catches ball 
bounced to him or 
her. 



Builds tower of 9 
small blocks. 

Drives nails and 
pegs. 

Copies circle. 

Imitates cross. 

Manipulates clay 
materials (for exam- 
ple, rolls balls, 
snakes, cookies). 



Begins to under- 
stand sentences in- 
volving time con- 
cepts (tor example. 
We are going to the 
zoo tomorrow). 

Understands size 
comparatives such 
as big and bigger. 

Understands rela- 
tionships expressed 
by if... then or 
because sentences. 

Carries out a series of 
2 to 4 related 
directions. 

Understands when 
told. Let's pretend. 



Talks in sentences 
of three or more 
words, which take 
the form agent- 
action-object (I see 
the ball) or agent- 
action-location 
(Daddy sit on 
chair). 

Tells about past ex- 
periences. 

Uses "s" on nouns 
to indicate plurals. 

Uses "ed" on verbs 
to indicate past 
tense. 

Refers to self using 
pronouns I or me. 

Repeats at least one 
nursery rhyme and 
can sing a song. 

Speech is under- 
standable to stran- 
gers, but there aie still 
some sound errors. 
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Responds to simple 
directions (for 
example: Give me 
the ball and the 
block. Get your 
shoes and socks). 

Selects and looks at 
picture books, names 
pictured objects, and 
identifies several 
objects within one 
picture. 

Matches and uses 
associated objects 
meaningfully (for 
example, given cup, 
saucer, and bead, 
puts cup and saucer 
together). 

Stacks rings on peg 
in order of size. 

Recognizes self in 
mirror, saying, 
baby, or own name. 



Can talk briefly 
about what he or she 
is doing. 

Imitates adult actions 
(for example, house- 
keeping play). 

Has limited attention 

ri. Learning is 
ugh exploration 
and adult oiiection 
(as in reading of 
picture stories). 

Is beginning to 
understand fimction- 
al concepts of 
fieuniliar objects (for 
example, that a 
spoon is used for 
eating) and part/ 
whole concepts (for 
example, parts of die 
body). 



Uses spoon, spilling 
Utde. 

Gets drink firom 
fountain or £Eiuoet 
unassisted. 

Opens door by 
turning handle. 

Takes off coat 

Puts on coat with 
assistance. 

Washes and dries 
hands with assis- 
tance. 



Hays near other 
children. 

Watches other chil- 
dren, joins briefly in 
their play. 

Defends own posses- 
sions. 

Begins to play house. 

Svmbolically uses 
objects, self in play. 

Participates in simple 
group activity (for 
example, sings, claps, 
dances). 

Knows gender identi- 
ty. 



Recognizes and 
matches six colors. 

Intentionally stacks 
blocks or rings in 
order of size. 

Draws somewhat 
recognizable picture 
that is meanmgful to 
child, if not to adult 
Names and briefly 
e3q)lains picture. 

Asks questions for 
information (why 
and how questions 
requiring simple 
answers). 

Knows own age. 

Knows own last 
name. 



Has short attention 
span. 

Learns through 
observing and inu- 
tating adfults, and by 
adult instruction and 
explanation. Is very 
easily distracted. 

Has increased under- 
standing of concepts 
of the functions and 
grouimigs of objects 
abr example, can put 
doll house fiumitura 
in correct rooms) 
part/whole (for 
example, can identify 
pictures of hand and 
foot as parts of body). 

Begins to be aware of 
past and present (for 
example: Yesterday 
we went to the 
park. Tod^ we 
go to the library). 



Pours well from 
small pitcher. 

Spreads soft butter 
with knife. 

Buttons and unbut- 
tons large buttons. 

Washes hands un- 
assisted. 

Blows nose when 
reminded. 

Uses toilet independ- 
ently. 



Joins in play with 
other diildrai. B^^ins 
to interact 

Shares toys. Takes 
turns with assistance. 

Begins dramatic 
play, acting out 
whole scenes (for 
example, traveling, 
playinff house, 
pretending to be 
animals). 
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48-60 Months 



Walks backward 
toe-heel. 

Jumps forward 10 
times, without 
falling. 

Walks up and down 
stairs alone, alter- 
nating feet. 

Turns somersault. 



Cuts on line contin- 
uously. 

Copies cross. 

Copies square. 

Prints a few capital 
letters. 



Follows three un- 
related commands 
in proper order. 

Understands com- 
paratives like 
pretty, prettier, 
and prettiest. 

Listens to long 
stories but often 
misinterprets the 
facts. 

Incorporates ver- 
bal directions into 
play activities. 

Understands se- 
quencing of events 
when told them 
(for example. First 
we have to go to 
the store, then we 
can make the cake, 
and tomorrow we 
will eat it). 



Asks when, how, 
and why ques- 
tions. 

Uses models like 
can, will, shall, 
should, and might. 

Joins sentences to- 
gether (for exam- 
ple, I like choco- 
late chip cookies 
and milk). 

Talks about causali- 
ty by using because 
and so. 

Tells the content of a 
story but may con- 
fuse facts. 



60-72 Months 



Runs lightly on 
toes. 

Walks on balance 
beam. 

Can cover 2 meters 
(6'6") hopping. 

Skips on alternate 
feet. 

Jumps rope. 
Skates. 



Cuts out simple 
shapes. 

Copies triangle. 

Traces diamond. 

Copies first name. 

Prints numerals 1 
to 5. . 

Colors within lines. 

Has adult grasp of 
pencil. 

Has handedness well 
established (that is, 
child is left- or 
right-handed). 

Pastes and glues 
appropriately. 



Demonstrates pre- 
academic skills. 



There are few ob- 
vious differences 
between child's 
grammar and adult's 
grammar. 

Still needs to learn 
such things as sub- 
ject-verb ap^reement, 
and some irregular 
past tense verbs. 

Can take appropri- 
ate turns in a con- 
versation. 

Gives and receives 
information. 

Communicates well 
with family, friends, 
or strangers. 
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Plays with words 
(creates own rhyming 
words; says or makes 
up words having 
similar sounds). 

Points to and names 
4 to 6 colors. 

Matches pictures of 
familiar objects (for 
example, shoe, sock, 
foot; apple, orange, 
banana). 

Draws a person with 
2 to 6 recognizable 
parts, such as head, 
arms, legs. Can name 
or match drawn parts 
to own body. 

Draws, names, and 
describes recognizable 
picture. 

Rote counts to 5, 
imitating adults. 



Knows own street 
and town. 

Has more extended 
attention span. 
Learns through 
observing and listen- 
ing to aoidts as well 
as through explora- 
tion. Is busily 
distracted. 

Has increased under- 
standing^ of concepts 
of function, time, 
part/whole relation- 
ships. Function or 

of objects may be 
stated in addition to 
names of objects 

Time concepts are 
expanding. The child 
can talk about 
yesterday or last 
week (a long time 
ago), about today, 
and about what will 
happen tomorrow. 



Cuts ea^ foods with 
a knife (tor example, 
hamburger patty, 
tomato slice). 

Laces shoes. 



Flays and interacts 
with other children. 

Dramatic play is 
closer to reality, with 
attention paid to 
detail, time, and 
space. 

Plays dress-up. 

Shows interest in 
exploring sex di£fer- 
enoes. 



Retells story from 
picture book with 
reasonable accuracy. 

Names some letters 
and numerals. 

Rote counts to 10. 

Sorts objects by 
single cheuracteristics 
(for example, by 
color, shape, or size. 

Is beginning to U9e 
accurately tmie 
concepts of tomor- 
row and yester- 
day. 

Uses classroom tools 
(such as scissors and 
paints) meaningfully 
and purposefuUy. 



Begins to relate clock 
time to daily 
schedule. 

Attention span 
increases noticeably. 
Learns through adult 
instruction. When 
interested, can ignore 
distractions. 

Concepts of function 
increase as well as 
understanding of 
why things happen. 
Time concepts are 
expanding mto an 
understanding of the 
future in terms of 
major events (for 
example, Christmas 
will come after 
two weekends). 



Dresses self complete- 
ly. 

Ties bow. 

Brushes teeth un- 
assisted. 

Oosses street safely. 



Chooses own 
friendls). 

Flays simple table 
games. 

Plays competitive 
games. 

Eiigages with other 
children in coopera- 
tive play involving 
group decisions, role 
assignments, fair 
play. 
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Table A 

DIAGNOSTIC CRITERIA FOR REPORTING 
HANDICAPPED CHILDREN IN HEAD START 



All children reported In the following 
categories* must have been diagnosed 
by the appropriate professionals who 
work with children with these condi- 
tions and have certification and/or 
licensure to make these diagnoses. 

Blindness • A child shall be reported as 
blind when any one of the following 
exists: (a) a child is sightless or who has 
such limited vision that he/she must re- 
ly on hearing and touch as his/her chief 
means of learning; (b) a determination 
of legal blindness In the state of 
residence has been made; (c) central 
acuity does not exceed 20/200 in the 
better eye, with correcting lenses, or 
whose visual acuity is greater than 
20/200, but is accompanied by a limita- 
tion in the field of vision such that the 
widest diameter of the visual field 
subtends an anqlo of no greater *han 20 
degrees. 

Visual Impairment [Handicap] - A child 
shall be reported as visually impaired if 
central acuity, wttn corrective lenses. 



does not exceed 27/70 in either eye, but 
who is not blind; or whose visual acuity 
is greater than 20/70, but is accom- 
panied by a limitation in the field of 
vision such that the widest diameter of 
visual field subtends an angle of no 
greater than 140 degrees or who suffers 
any other loss of visual function that 
will restrict learning processes, e.g., 
faulty muscular action. Not to be in- 
cluded in this category are persons 
whose vision with eyeglasses is normal 
or nearly so. 

Deafness - A child shall be reported as 
dleaf when any one of the following ex- 
ists: (a) his/her hearing is extremely 
defective so as to be essentially non- 
functional for the ordinary purposes of 
life; (b) hearing loss Is greater than 92 
decibels (ANSI 1969) in the better ear; 
(c) legal determination of deafness in 
:he zxate of residence. 

Hearing Impairment [Handicap] A child 
shall be reported as hearing impaired 
when any one of ^the following exists: (a; 



mnll' H^^^hrni*'!^ U^^^ '''^'''^''^ "^"'t*P'e handicaps when m addit.on to ihe.r primary or 

most disabling handicap one or more other handicapping conditions are present 



From: 



The Status of Handicapped Children in Head Start Programs 
February 1980. - ' 
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the child has slightly to severely defec- 
tive hearing, as determined by his/her 
ability to use residual hearing in daily 
life, sometimes with the use of a hear- 
ing aid; (b) hearing loss from 26-92 
decibais (ANSI 1969) in the better ear. 

Physical Handicap {Orthoptdic Han* 
dicap) - A child shall be reported as crip- 
pled or. with an orthopedic handicap 
who has a condition which prohibits or 
impedes normal development of gross 
orline motor abilities. Such functioning 
is impaired as a result of conditions 
associated with congenital anomalies, 
accidents, or diseases; these condi- 
tions include, for example, spina bifida, 
loss of or deformed limbs, burns with 
cause contractures, cerebral palsy. 

Speech Impainnent (Communication 
Disorder] - A child shall be reported as 
speech impaired with such identifiable 
disorders as receptive and/or ex- 
pressive language impairment, stutter- 
ing, chronic voice disorders, and 
serious articulation problems affecting 
social, emotional, and/or educational 
achievement; and speech and language 
disorders accompanying conditions of 
hearing loss, cleft palate, cerebral 
palsy, mental retardation, emotional 
disturbance, multiple handicapping 
condition, and other sensory and health 
impairments. This category excludes 
conditions of a transitional nature con- 
sequent to the early developmental pro- 
cesses of the child. 

Health impairment - These impairments 
refer to illness of a chronic nature or 
with prolonged convalescence in- 
cluding, but not limited to, epilepsy, 
hemophilia, severe asthma, severe car- 
diac conditions, severe allergies, blood 
disorders (e.g., s\ck\e cell disease, 
hemophilia, leuliemia), diabetes, or 
neurological disorders. 

Mentai Retardation - A chiJd shall be 
considered mentally retarded who, dur- 
ing the early developmental period, ex- 
hibits significant subaverage inteilec- 
tuai functioning acccJmpanied by im- 
pdirmdnt in adopt ive behavior, in any 
determination of intellectual function- 



ing using standardized tests that lacl^ 
adequate norms for all racial/ethnic 
groups at the preschool age, adequate, 
consideration should be given, to 
cultural influences as well as agd and 
developmental Jevei (i.e., finding of a 
low I.Q. is never by Itself sufficient to 
make the diagnosis of mental retarda- 
tion). 

Serious Emotional Disturbance - A child 
shall be considered seriously emo- 
tionally disturbed who is identified by 
professionally qualified personnel 
(psychologist or psychiatrist) as requir* 
ing 'special services. This definition 
would include but not be limited to the 
following conditions: dangerously ag- 
gressive towards others, seif- 
destructive, severely withdrawn and 
non-communicative, hyperactive to the 
extent that it affects adaptive behavior, 
severely an)(ious, depressed or phobic, 
psychotic or autistic. 

Specific Learning Disabilities - Children 
who have a disorder in one or more of 
the basic psychological proce'sses in- 
volved in understanding or in using 
language, spol^en or written, which 
disorder may manifest itself in im- 
perfect ability to listen, tr\inl<, speal^, 
read, write, spell, or do mathematical 
calculations. Such disorders include 
such conditions as perceptual han- 
dicaps, brain injury,- minimal brain 
dysfunction, dyslexia, and developmen- 
tal aphasia. Such term (toes not include 
children who have learning problems 
which are primarily the result of visual, 
hearing, or motor handicaps, of mental 
retardation, of emotional disturbance, 
or of environmental disadvantage. For 
preschool children, precursor functions 
to understanding and using language 
spol<en or written, and computational or 
reasoning abilities are included. (Pro- 
fessionals considered qualified to mal<e 
this diagnosis are physicians and 
psychologists with evidence of special 
training in the diagnosis of learning 
disabilities and at least Master scegres 
level special educators with evidence of 
special training in the diagnosis of 



USING AN OBSERVATIONAL CHECKLIST 

^ 

-The checklist of behaviors that follows for each of eight disability 
groupings can alert you to undiagnosed problems in a child and help you 
to know when to refer that child for professional evaluation. For example, 
in the case of a hearing 'impairment, there are certain aspects of the 
child's medical history that are important to note on your checklist, in 
addition to observable behaviors. The child's records or the child's pa- 

•rents can help answer the "medical history" questions. The checklist can 
then be completed from your observations. ^ 

If a child displays two or more of the behaviors listed, watch him or her 
more closely and in a variety of situations. Look carefully for other lis- 
ted behaviors. You may also want to ask parents or other staff if they 
have observed any pf the behaviors on the checklist. Two or more checks in 
a "Yes" or "Often or always" column may indicate a child has a serious pro- 
blem. With the possibility of a serious problem, you should consult some- 
one in your program about referring the child for professional evaluation. 

From the child's point of view, referral is better than non-referral; that 
is, if you think a handicap might account for the behavior you have ob-^ 
served, it is best to have the child professionally evaluated. If you later 
learn the child does not have a handicapi^ no harm has been done. If, on 
the other hand, a handicapped child is not diagnosed, the child's special 
needs will not be met. Referral is also preferred over non-referral for 
children who already have been diagnosed, as 'children can be incorrectly evaluated. 
If you suspect a problem, therefore, do discuss the referral with an ap- 
propriate colleague. ^ 




* Adapted from the series on Mainstreaming Preschoolers fdt the Head Start 
Bureauj by the staff of CRC Education and Human Development^ Inc. 




OBSERVAnONAL CHEC3CLISTS 



MOTOR PROBLEMS YES NO 

1. The child has apparent weakness of muscles. 



child has apparent weakness of muscles, j | i I 
trembling or shaking. j | | | 

□ □ 



2. The child complains of pain after physical 
exercise. 



. 3. The child does not alternate feet going 
up or down stairs. 



□ □ 

4. The child is generally awkward or clumsy or has , 1 . • 

' . balance problems, stumbles or falls easily. 

5. The child has very negative reaction to even j . , . 

a light, unexpected touch. j 

6. The child had difficulty in holding and | 1 ] 1 

using pencils or scissors. | | | | 

7. The child runs or jumps with unusual i i \ 

difficulty. 1 I I I 

§. The child fears or avoids activities that . , | 1. 

require movement. j j j | 

9. The child has twitching or jerking movements. k . ^ , 

He/she seems to have better control of the { | | j 

leg and arm on one Side than on the other. 



10. The child walks on tiptoes much of the time. 

11. The child walks stiff-legged. 



□ a 

□ o 
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HEALTH PROBLEMS YES NO 

1. The child Is frequently absent or truant from i ■ • 1 

school (one day per week or more). 1} j [ 



2. The child has bruises or cuts around face, 

arms, more than one Incident or un- 
usually severe, 

3. The child has colds, sore throat, runny nose. 



The child Is often tired, lacks energy; either 
severe day to day change, or persisting 
over two weeks. 



6, The child complains of aches and pains; 
persisting over 2 or 3 weeks. 



□ □ 



s cnixa nas coxas, sore cnroac, runny nose, p— j i 1 

or cough; persistent for several weeks or | 
recurring weekly for several weeks* 



□ □ 



5. The child has frequent or extreme hunger or • . . . 

thirst, or need to use the toilet. j j j 



□ □ 



7. The child is extremely restless; can* t ' , 

stay still. □ □ 

8 The child is unusually small and thin for < 1 t r 

age, or very obese. j | [ 

9. The child is unusually slow, listless or i — n j w 

lethargic, dreamy arid unresponsive. | | i j 
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E MQTIQNAL BEHAVIOR PROBLEMS YES NO 

1. The child has sudden change In behavior, nor- 

mally quiet student becomes a behavior ^ • . j - 

problem; sudden withdrawal or failure In I I 

subjects In which performance was normal. 

2. The child engages In Inappropriate laughing or 



cnxxa engages in inappropriate laugnmg or i . | » 

crying; strange or blzzare talk. | j [ 

□ □ 



3. The child masturbates ope^y or Is sexually 
aggressive (touching or grabbing other 
students, not part of normal horseplay),. 



4. The child uses ^obscene language OUT OF CON- | . | 

TEXT (not as •'cursing" or "swearing"). |_J | 

5. The child tries to hurt s^f (cuts, burns, r-^ i— 

strikes self). | j | ^ 



6. The child Is unstable and unpredictable. Cries 
easily with little cause, or loses temper 
explosively (pattern persistent over one month). 



7. The child is very easily upset; has tantrums or 
cries often. 



8. The child has extreme difficulty paying atten- 
tion or concentrating. 



□ . □ 



The child seems unaware of what goes on around ^ ^ 

him/her^ seems to "live in his or her own i ! 

worlH".. I ' I ^ 



c □ 

□ 



yorld".. 

10. The child seems fearful, anxious or tense much 

of the time. 

11. The child appears listless and uninterested. 

12. The child appears very sad over a period of 

several days. 

13. The child can't sit still; is extremely restless 

or hyperactive. 

14. The child has to be reprimanded or controlled by 

teacher because of behavior in class several 
times each day, over a period of weeks. 

15. The child can't tolerate normal frustrations . , 

like waiting in line to go to lunch. ^ 



□ ,□ 
□ 
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MENTAL RETARDATION 



Information 
Coming fix)m 
the Environment 



Processing 
the Information 



The child doesn't understand direc- 
tions, reacts slowly to them, or 
waits to see what the other chil- 
dren are doing first 

The child seems confused and 
doesn't do what other children are 
doing along with them. 

The child doesn't know what to do 
with materials and toys, or uses 
them for the wrong purposes. 

Loud sounds disturb the child. 

A lot of unorganized moving 
around in the classroom confuses 
the child. 

'ITie child has trouble noticing fine 
details. 

The child doesn't answer to his or 
her name. 

The child can't carry out a one-step 
direction. 

The child can't concentrate on one 
thing for very long, and is easily 
distracted. 

The child doesn't show interest in 
classroom surroundings. 



The child has trouble remembering 
what he or she has seen or heard, 
or what has happened. 

The child can't match colors and 
shapes. 

The child can't sort colors and 
shapeSr 

The child can't answer simple 
questions (such as "What's your 
name?") or gives answers that 
make no sense. 

The child doesn't know things that 
other children in the class know. 

The child does things in the wrong 
order (such as drying the pan 
before it has been washed). 

The child can't predict dangerous 
consequences of actions before he 
or she does them. 

The child can't hear small differ- 
ences in words (such as boy/toy, 
Fred/red). 

The child can't retell a simple 
story. 

The child has trouble following two 
or more directions in the right 
order. 

The child doesn't understand com- 
mon environmental sounds (for 
example, can't tell you "a car" 
upon hearing the beep of a car 
horn). 

The child doesn't remember the 
classroom routine. 

The child forgets what he or she is 
doing in the middle of it. 

The child has trouble inventing 
stories and actions in pretend play. 

The child doesn't understand basic 
concepts such as relatipnships, 
time, space, and quantity as well 
as other children do. 
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MENTAL RETARDATI ON 



Using the 
Information 



The Child's 

Behavior 

in the Classroom 



Verbal Responses: Talking 
The child doesn't talk at all. 

You can't understand the child's 
speech. 

The child can't communicate using 
words and gestures, either alone or 
U>gether. 

ITie child can't name or describe 
familiar objects. 

Motor Responses: Movinc; the 
Body 

The child trembles or shakes. 

The child falls down or bumps into 
things a lot. 

The child walks unevenly, or limps. 

Hie child has poor eye-hand coor- 
dination (for example, knocks things 
over a lot). 

The child can't pull simple clothing 
on or off. 

The child has trouble using toys 
such as blocks and puzzles. 

The child can't copy simple forms, 
such as a line, circle, square 



The child resists change and vari- 
ety in activities by crymg, tlirow- 
in^ tantrums, or refusing to par- 
tiapate. 

The child cannot make choices 
about what to do or select activities 
independently. 

The child imitates the games of 
other children rather than invent- 
ing his or her own games. 

The child withdraws from partici- 
pating in most or all of t^e 
activities. 

The child is constantly disrupting (~| I I 
the class. | 1 1 | 
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SPEECH AND LANGUAGE IMPAIRMENTS 



Articulation 



Voice 



After 24 months, the child uses 
mostly vowel sounds (oo, ah, ee) 
and gestures when talking. 

After 36 months, the child leaves 
out the first sound in many words 
(says "at" for "cat" or "es" for 
"yes"). 

After 42 months, friends, neigh- 
bors, and teachers cannot under- 
stand most of what the child says. 

At any age, the child seems embar- 
rassed or disturbed about his or 
her speech. 

At any age, speech sounds are 
more than a year late in develop- 
ing. (See pg. 31 for the develop- 
mental sequence and average ages 
of speech sound production.) 



□n 



The child's voice is so soft that he 
or she can barely be heard. 

The child's voice is extremely loud. 

The child's pitch is inappropriate 
(too high or too low) for the child's 
sex and age. 

The child's voice sounds hoarse, 
strained, or unusual in some way. 

The child's ^peech is denasal 
(soupds as'^if he or she has a cold 
or'sinus condition). 

The child's speech is hypernasal 
(sounds seem to be spoken through 
the nose rather than through the 
mouth). 



□□ 

□ □ 

□ □ 

□ □ 



Rhythm 



The child has noticeable difficulty 
and seems to struggle trying to say 
words or sounds. 

The child is aware of this difficul- 
ty. 

There is an abnormal amount of 
hesitation, repetition of sounds 
C'cuh-cuh-can") or words C*but-but- 
but"), and/or prolongation of 
sounds ("sssssomething") or words 
("mmmmeeee") in the child's 
speech: and the child seems aware 
^f it 
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SPEECH AND LANGUAGE IMPAIRMENTS 



Reception 



Expression 



Aflor 24 months, the child (annot 
point to common object,s thai are 
named. 

y\flor 24 months, the child cannot 
Lindensland simple one-part .lirec- 
tions, such as "Bring me the ball/* 

After 36 riionths, the child ivpeats 
quo.^tions rather than answering 
them. For example, when asked, 
''What did you do yesterday?'* the 
c:i:id responds, *'Do yesterdav." 

ler IH months, the child cannot 
f( ,Io\v two-part directions, such as 
"I'ut the book away and got a 
chair." 

Ader 48 months, the child is una- 
ble to respond, even with appropri- 
ate gestures, to a slightly complex 
question such as "What do you do 
when you're thirsty?" 

Aller.48 months, the child seems 
confused when asked a question or 
when The class is given instruc- 
tions. The child waits to see what 
th ' other children are doing when 
directions are given. 



After 24 months, the child has not 
yet started talking. 

After 36 months, the child cannot 
put words together to make simple 
sentences such as "Give me more 
juice." 

After 48 months, the child cannot 
tell a recent series of events. 

After 48 months, there are unusu- 
al word confusions or substitutions 
of words when the child talks. For 
example, the child may say "I 
want a crayon" for "I want a pen- 
cil," or "Give me the stove thing" 
for "Give me a pot," 

After 60 months, most of the 
child's grammar and sentence 
structure seems noticeably faulty, 
and is unlike the communication 
pattern used in the child's home. 



/ 



□ □ 

□ □ 

□ □ 

□ □ 



□ □ 
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* Many ofiho items in this checklist were obtained 
from Getting a HEAD START on Speech mnd Lan- 
guage Problems by Su.san Hansen. Copyright 1974 
Mcvvr Children's Kehabiiitation Inbtitute, 444 South 44 
Strei't, Omaha. Nebraska 68131. 
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LEARNING DISABILITIES 

Child's Name ■ ^^^^ 

Date - il ic her 's Name 



Communicative Skills 



■ a;? '^^^ / 

1. Does the child use at least two- and three-word phrases to ask I | j ] I ] 

for what he or she wants? (For example, **more juice" or | | | | | | 

**more juice please.") 



2. Does the child use complete sentences to tell you what has 
happened? (For example. **My doggie ran away" versus 
**doggie gone/') 



*3. Wlien the child is asked to describe something, does he or she 
use at least two sentt nces to talk about it? 



□□□ 
□□□ 



4. Does the child ask questions? (For example. **Where is Juan?") 

5. Does the child seem to have difficulty following directions? 

6. Does the child respond to questions with an appropriate 
answer ?^ ^ 

7. Does the child seem to talk too softly or too loudly? 

8. Are you able to understand the child? 



9. Does the child have difficulty paying attention to group 
activities for more than five mmutes at a time? 



□□□ 
□□□ 
□□□ 

□□□ 
□□□ 
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» Question applies if child is four years or older 
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LEARNIMG DISABILITIES 



Motor Skills 



10. Does the child stumble often, or appear awkward when he or I I I I I | 
she moves? |_J | | | J 

11. Does the child seem afraid of or unable to use stairs, climbing j I 1 I I ] 
equipment, or tricycles? I J I I I I 

12. When the child walks or runs, does one side of his or her body j I [ I [ I 

seem to move differently than the other side? For instance, I I I I I — J 

does the child seem to have better control of the leg and arm 

on one side than on the other? 

13. Can the child hop on one foot? | | j j | j 

♦14. Is the child capable of dressing him- or herself except for tying I ] I 1 I ! 

shoes? I ILJL_J 

15. Does the child hold a pencil or a crayon appropriately with the I I F j | I 
thumb, index, and middle fingers? I 1 1 I I I 

16. Does the child continually switch a crayon from one hand to [ j I | F^T 
the other when coloring? [ | | 1 | J 

17. Do the child's hands appear clumsy or shaky when he or she is p I I I I } 
using them? L I I I I ' 

18. When the child is coloring with a crayon, does the hand that I I | I 

he or she is not using appear tense? (For example, clenched \j 1 \ I 1 ; 

into a fist.) 

19. Can the child color inside a circumscribed area with any [ I F I j ; 
accuracy? LJJ I » 

20. Can the child cut with a pair of scissors? j j j j 
♦ Question applies if child is four years or ol^^fd f 
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LEARMING DISABILITIES 



Social Skills 

/ 

21. Does the child engage in at least two disruptive behaviors a j — 1 I 1 | 1 

day? (For example, tantrums, fighting, screaming.) | | | ^| | | 

22. Does the child appear withdrawn from the outside world? (For | 1 I 1 I 1 

example, fiddling with pieces of string, staring into space, | 1 | | | 

rocking las or her body, banging his or her head, talking to 

him- or herself.) 

23. Does the child appear extremely shy in group activities? (For I I I I I I 

example, does the child avoid volunteering answers or | | | | | | 

answering direct questions, even when you think he or she 

knows the answers?) 

24. Does the child play alone and seldom talk to the other I I I 1 I I 
children? 1 | | | | | 

25. Does the child spend most of the time trying to get attention I I I I | | 
from the adults? | | | | | | 

26. Does the child have toileting problems (wet or soiled) at least I I I I I | 
once a week? | | | | [ | 



o 14 
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LEARNING DISABILITIES 



Vision or He \ring Skills 




27. Do the child's eye movements appear jerky or uncoordinated? 

28. Does the child sec^jri to have difficulty seeing objects? 
. . .tilt liis or her 1 ^ad to look at things? 

. . .hold object.s clwse to his or her eyes? 

. . .squint? * 

. . .show sensitivil to bright lights? 

. . .hr\vo uncontroiied eye-rolling? 

. . .complain that ' is or her eyes hurt? 

, . .bump into thin.'S constantly? 

29. Does the child appear awkward in tasks requiring eye-hand 
coordination? (For example, pegs, puzzles, coloring.) 

30. Does the child seem to have difficulty hearing? 
. . .consistently favor one ear by turning the same side of his 



. . .ignore, confuse, or not follow directions? 

. . .rub or pull on his or her ear frequently, or complain of 
earache? 

. . .complain of hea» I noises or dizziness? 

. , .have a high, lov. . or monotonous tone , of voice? 

. . .respond to your voice when he or she is not looking at you? 

. . .ask "Vhat?" ex« essively? 

. . .have speech that iS very difficult for you to understand? 



□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 

□ □□ 



□ 










□ 


□ 


□ 


□ 




□ 



□□□ 

□□□ 
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LEA3RNING DISABILITIES 




General Health 



/ 



n. Does the child seem to have an excessive number of colds? 
\2. Does the child have frequent absences because of iUness? 
\3. Do the child's eyes water? 

\4. Does the child have a discharge f^om his or her eyes? 

. . .his or her ears? 

:,5 Does the child have periods of unusual movements (such as 
rapid eye blinking) or ''blank spells" that seem to appear and 
disappear without relationship to the social situation? 

i6. Does the child have hives or rashes? 

Does the child wheeze? 
.7. Does the child have a persistent cough? 
:;8. Is the child excessively thirsty? 

. . .ravenously hungry? 

9, Have you noticed any of the following conditions? 
. . .constant fatigue 

. . .irritability 

. . .restlessness 

. . .tenseness 

. . .feverish cheeks or forehead. 

• 0. Is the child overweight? 

.1. Is the child physically Of mentally sluggish? 

. 2. Has the child lost weight without being on a diet? 



□□□ 
□□□ 
□□□ 
□□□ 
□□□ 
□□□ 

□□□ 
□□□ 
□□□ 

□□□ 



□ 



□ 



□□□ 
□□□ 
□□□ 
□□□ 
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VISUAL IMPAIRMEOT 



Behavior 



Rubs eyes excessively. 

Shuts or covers one eye, tilts head, 
or thrusvS head fon^ard. 

Has difiiculty in work that requires 
close us- of Uie eyes (such as 
putting ,)uzzlj3 parts together, 
or matt : ling identical shapes). 

Blinks more than usual, or is irritable 
when dcing close work. 

Holds oljects close to eyes. 

Is unabl»» to see distant things clearly. 

SciuintF yelicfs together or frowns. 



□□ 



Appcrdi'aiice 

Ha.-» crot- ied eyes. 

Kyclids aui red-riinmed, crusty, or 
swoller.. 

Kycs UR intlameil or waU^ry. 

Hub rec'urrinK styes (small inflam(Kl 
swellings on the rim of the eyelid). 



□ □ 



C'oiiiplaints 

Eyes itci , bum, or feel scratchy. 
Cannot see well. 

Has dizziness, headaches, or nausea 
foUov^ing close eye work. 

Has blurred or double vision. 



□n 
□n 



* Adapted from "Signs of Possible Eye 
iVouble in Children." Available from 
National Stxriety for the Prevention of Blind- 
ness, NeN'» York, New York. 
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HEARING IMPAIRMENT 



Speech. 



Other Behavior 



Does the child frequently say 
•*Huh?" or "What?" or show other 
signs of not understanding what 
has been said? 

Does the child use very little 
speech? 

Does che child have difficulty con- 
trolling how loudly or softly he or 
she speaks? 

Does the child have trouble put- 
ting wcjrds together in the right 
order? 

Does the child's voice seam too 
high-pitched, too low-pitched, or 
too nasal? 

Is the child's speech full of words 
and sentences that cannot "be 
understood or recognized? 

Does the child have poor articula- 
ti«n? 



□□ 



Does the child have a short atten- 
tion span? 

Does the child seem frequently 
restless? 

Does the child breathe with his or 
her mouth open? 

ts the child seldom the first one to 
do what the teacher has asked the 
group to do? 

Is the child easily frustrated or dis- 
tracted in a group? 

Does the c^hild tend to play in the 
quietest group? 

Does the child tend to play alone 
more than the otHer children do? 

Does the child seem unaware of 
social conventions? For example, 
does the child: 

• never say automatically "thank 
you/' "excuse mo," or ''sorry"? 

• generally tap or grab another 
person instead of calling his or 
ner name? 

• not become quiet in quiet areas 
or activities (church»^tory cor- 
ner, naptime)? 

• not ask permission to leave the 
room» go to the bathroom, get a 
drink? 

• appear unaware of disturbing 
others with noises? 



DD 

□□ 

□□ 
□□ 



L__J 

□ □ 

□ □ 

□□ 
□□ 

□□ 

□□ 

□ □ 
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HEARING IMPAIRMENT 



Medical History 



Hearing 



Is there a history of ei^raches or 
ear infections in the child's 
records? 

Doos I ho cljihi complain of ea; 
achfs. ri{i^^in|;> oi- bu/aing in \ 
enns? 

Docs the child have allergiei^ or 
what appear to hi) ciironic cv' .s? 

lias the child had a disease 
(mumps, measles) acca|npani< d hy 
a high lever? 

Do parents say that they ha^ 
wondered if the child has a h -aring 
k^ss? 



Does the child fail to respond to 
loud, unusual, or unexpected 
sounds? 

Does the child fail to respond to 
communication that excites the 
other children? (For example. 
*'Who wants ice cream?**! 

Does the child frequently faU to 
understand or respond to instruc- 
tions or greetings when he or she 
doesn't see the speaker? 

Does the child seem to wJ^ch other 
children rather than listen to the 
teacher in order to learn what to 
* do next? 

Does the child have difficulty find- 
ing the source of u sound? 

Does the child constantly turn the 
television, radio, or record player 
up louder? 

Does the child's attention wander 
or does the child look around the 
room while the teacher is talking 
or reading a story? 



nn 
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What is a iMrning diubility? 

Th« t«rm lemming disstiiity has bet n used to dtscrlbt a 
variety o.^ problams in acquiring, storing, and/or retritving 
information. 

Students with taKning disabilities receive ioKCUrate 
information through their senses and/or have trouble pro- 
cessing that information. Like static on the radio or a bad 
TV picture, the information becomes garbled as it travels 
from the eyes, ears, or skin to the brain. 

This inaccurate sensory information, sometima called 
perceptual problems, leads to difficulty in academic work. 
The student might have difficulty reading, writing, speak* 
ing, or listening. These skills either have not been learned, 
have been learned after heroic work, or have been learned 
poorly. 

The most commonly used definition is taken from The 
Education for All Handicapped Children Act of 197S« 
Public Law 94-142. It states: 

The term "children with specific learning disabilities" 
means those children who have a disorder in one or 
more of the basic psychotogical processes involved in 
understanding or in using language, spoken or writ- 
ten, which disorder may manifest itself in imperfect 
ability to listen, think, speak, read, write, spell or 
do mathematical calculations. Such disorders include 
such conditions as perceptual handicaps, brain in* 
jury, minimal brain dysfunctk>n, dyslexia and dt- 
v«lopnr)ental aphasia. Such term does hot include 
children who have learning problems which are pri* 
marily the result of visual, hearing or motor handi* 
caps, of menul retardation, of emotional disturbance, 
or environmental, cultural or economic disadvantage. 

What are the problems associated with various leamkig 
disabilities? 

Many handicaps come under the term haming diubilltiaa. 
Following are those that most hinder academic perfor- 
marKe. 

Wsi/a/ perctprua/ probkms. Difficulty taking information 
in through the sense of sight and/or processing that iri* 
formation. 



Visual figunhground problems. Difficulty seein^ a specific 
image within a competing background; fo. example, 
seeing the teacher's face when he or she starxis in ^ront 
of a blackboard with writing on it or picking out one 
lina of print from other lines on a page. People who have 
this problem cannot see things that others can see. One 
line of print on the page appears to be mining. 

Visusi S0qu9ncing problems. Difficulty seeing things in the 
correct order, for instance, seeing letters reversed or see- 
ing two knobs reversed on a machine. The person who 
has this problem actually sees the word incorrectly; 
he or she sees was instead of saw. 

VIsumI discrimination problems. Difficulty seeing the dif- 
ference between two similar objects, such as the letters 
V and u or e arxi c; between two similar chemical sym- 
bols; or between two types of leaves. 

Auditory perceptual problems. Difficulty takirtg informa* 
tion in through the sense of hearing and/or processing 
that information. People with this problem frequently 
hear inaccurately. A sequeniflng or discrimination error 
can totally change the meaning of a message. For example, 
one might hear, 'The assignment is due in May," rather 
than 'The assignment is due today." People with audi- 
tory harxlicaps frequently do not hear unaccented 
syllables. They may hear "formed" instead of "per- 
formed," or "seven" instead of "seventy." Some audi* 
tory preceptual handicaps are: 

• Auditory flgure^und problems. Difficulty hearing a 
sound over background noise, for instance, hearing the 
professor lecture when an air corxlitioner is humming in 
tha room, hearing one bird chirp while other birds and 
insects are singing, or hearing someone talk at a party 
when mu$lc is playing. 

• Auditory sequencing problems. Difficulty hearing 
sounds in tha correct order, for instance, hearing "nine* 
four" instead of "four*nine/' hearing "law" instead of 
"wall," or hearing music garbled because the notes are 
perceived out of order. 

• Auditory discrimination problems. Difficulty telling the 
difference between similar sounds such as "th" and "f" 
and "m" or "n," hearing "seventeen" instead of "sev* 
enty," or hearing an af>gry rather than a joking tone of 
voice. 
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Motor problems. Difficulty moving on«'s body tfficttntly 
to dchi«v9 4 ctrtain goal. Following art soma motor 

iDrodlems: 

• Perceptual motor problems. Difficulty ptrforming a task 
requiring coordination, bacausc of inaccuratt informa- 

ion rtceiyed through tha sanats. This may rasult in 
aumsiness, difficulty in participating in simpla sports, 
.and awkward or stiff movamants. 

• yisuel motor problems. Difficulty sating lomtthing and 
han doing it, such as copying aomtthing off a black- 
ocard or learning a dance step by watching tha taachtr. 

• Auditory motor problems. Difficulty hearing some- 
thing and than doing it, such as following verbal direc- 
tions on a test or taking notes in a lecture. 



Intersensory problems. Difficulty using two senses at once 
or associating two senses, for instance, not realizing that 
the lener D that is seen is the same as the sound "0." 

Herydicaps Classified by Academic Difficulty 

Dyslexia-\na^\\\Xy to read. 
O/s^/ap/yya— Inability to write. 
D/sca/cu/Za- Inability to do math. 

National Organizations and Associations 

Association for Children and Adults with Learning Dis- 
abilities (ACLO), 4156 Library Road, Pittsburgh PA 15234. 
Phone: 1412) 34M515. 

Descriptiort: ACLD is a nonprofit organization whose pur* 
pose is to advance the education and general welfare of 



^iklren of normal or potentially normal intelligence who 
have learning disabilities. 

Periodicals: ACLD Newsbriefs (newsletter), six issues/ 
year, included with membership of $10/year or available 
by subscription for S4.S0. 

The Orton Society, 8415 Bellona Lane, Towson MO 21204. 
Phone: (301) 296 0232. 

Deecription: The Orton Society is an educational and scien- 
tific association founded in 1949. Members are concerned 
with the diagnosis and treatment of specific language dis- 
ability or devek)pmental dyslexia. 

Periodicals: Perspectives on Dyslexia (newslener). Bulletin 
of the Orton Society (annual journal). Included with mem- 
bership of $25/year, or available separately for $7.00. 

The Council for Exceptional Children's Division for Chil- 
dren with Learning Disabilities (DCLD), 1920 Association 
Drive, Reston VA 22091. Phone: (703) 620-3660; Toll 
Free: (800) 336-3728. 

Description: The purpose of OCLD is to promote the edu- 
cation and general wtlfareof children with specific learning 
disabilities through improving teacher preparation pro- 
grams, improving local special education programs, resolv- 
ing the research !%sues, and coordinating activities with 
other CEC divisk>ns and with professional organizations 
outskje the Council structure. Membership: CEC $25/year, 
DCLD S8/year. 

Periodicals: Learning Disability Quarterly is issued to the 
membership four times a year. Content includes educational 
articles with an applied emphasis that focuses on learning 
disabilities. LDQ is available by subscription to nonmem- 
bers ($12.50 per year domestic; $16.00 per year PUAS, 
libraries, and other countries). Single copy price is $3.50. 
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GETTING TO KNOW EACH OTHER 



A reading list to help you learn more about 
children and youth who have handicaps 



A little nur-,ery school ohild, born without arms, was queried by a 
worried older child, "What happened to you ?" The young boy answered — 
simply, openly, honestly — "I came that way." As we read and learn, and 
our knowledge about handicapped people increases, let's have all our feel- 
ings and communications open, and direct «nd honest. We all should be able 
to say, "I came that way." That's the way it is — let's move on from here. 
There's life and love and meaning in the world for all of us. 

This reading list is for you. Parents, professionals, handicapped 
young people — all of us need to know more about what really makes us more 
alike than different. These books are not technical. They're written in 
response to the need to know more about handicaoping conditions. Some are 
by lay people who want to share their experiences, and others are by 
professionals who have gathered helpful information. 

Share these books with libraries. Ask your librarians to set up a 
shelf so that everyone interested in the rights, the needs and the hui nanness 
of handicapped people can find the books quickly. 

Maybe you are planning to volunteer your services to a group of handi- 
capped children, or to an individual child, or to a classroom. As handicapped 
children are "mainstreamed," all kids benefit. With knowledge and understand- 
ing, attitudes change. 

Groups .can read and benefit. If you are a member of a Parent-Teacher 
Association or a church study group, or an organization of parents of handi- 
capped children or a Lions Club or a Kiwanis Club — use these books. The 
groups are all good forums in which to learn and share knowledge of handi- 
capped individuals — our fellow citizens. 

Employers, workers in industry and people who are trying to open oppor- 
tunities for handicapped job-seekers need to learn more about how to break 
down age-old barriers to employment of the handicapped. These books will 
help efforts to change traditional work patterns. 



(over, please) 
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Some of the books can best be read together parents and child, 
teachers and parents, teachers and children. As you read, questions come 
up. Understanding develops as you discuss and explore. 

It should be remembered no book is* the final word ... we are all 
listening and learning. There is fresh enjoyable reading here, too, as 
the fine honing of pain brings a bright burst of humor. 

Read and learn, share, discuss, explore, disagree with and e njoy . We 
hope that you will interact with these readings and that your interaction 
will be a catalyst for. more caring and for more action. 



**************** 



BOOKS FOR YOUNGER READERS 



ABOUT HANDICAPS 

By Sara Bonnet Stein, Walker and Company, 720 Fifth Avenue, New York, New 
York 10019 (1974) 44 pp. 

Designed for children and grown-ups to use together and separately, and deals 
honestly with a little boy*s feelings about a disabled playmate. It has easy- 
to-read type and fine photographs to help a child sort out the truth from 
imaginings he may have about handicapped people he meets. 

ANNA*S SILENT WORLD 

Text and photographs by Bernard Wolf, J, B. Lippincott Company, East Washing- 
ton Square, Philadelphia, Pennsylvania 1£105 (1977) 48 pp. ^ 

Anna was born deaf. Although her hearing loss is profound, Anna has learned 
to speak and to understand people around her. Therapy enables her to go to 
School with children who have normal hearing- 

CHALLENGE OF A HANDICAP 

By Caroline Clark Myers and Walter B. Barbe, Highlights for children, 2300 
West Fifth Avenue, P.O. Box 269, Columbus, Ohio 43216 (1977) 33 pp. 

Illustrated with watercolor sketches and photographs, this booklet is a 
collection of stories and articles about persons with handicaps. It is 
designed to give young people some idea of what it is like to be disabled. 
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CONNIE'S NEW EYES 

Text and photographs by Bernard Wolf, J. B- Lippincott Company, East Washing- 
ton Square, Philadelphia, Pennsylvania 19105 (1976) 95 pp. 

Connie David has been blind since birth and is about to begin her first full 
time teaching job. She is also about to become the owner of a guide dog. 
Sensitive photographs and text show how a Seeing Eye puppy is raised and 
trained. For all ages. 

DON'T FEEL SORRY FOR PAUL 

Text and photographs by Bernard Wolf, J. B. Lippincott Company, East Washington 
Square, Philadelphia, Pennsylvania 19105 (1975) 94 pp. 

About a physically handicapped seven year old with a real zest for life. 
Excellent photographs along with written explanations of how he uses his 
prosthetic devices. Paul's everyday life includes school, parties, and horse 
shows. Any age could learn from this. 

FEELING FREE 

By Mary Beth Sullivan, Alan J. Brightman and Joseph Blatt, Addison-Wesley , 
Children's Books, General Book Division , Reading, Massachusetts 01867 
(1979) 188 pp. 

Introduces young people to their disabled peers by using short stories, 
photographs, games, drawings and activities. 

LISA AND HER SOUNDLESS WORLD 

By Edna 5. Levine, illustrated by Gloria Kamen, Human Sciences Press, Inc, 
72 Fifth Avenue, New York, New York 10011 (1974) 30 pp. 

A lovely story about Lisa and the ways she learns to communicate with others 
by lip-reading, hearing aid, sign language, and finger-spelling. For the 
young. reader. 

MORE TIME TO GROW 

By Sharon Hya Grollman, Beacon Press, 25 Beacon Street, Boston, 
Massachusetts 02108 (1977) 98 pp. 

A good short story that will help every parent and teacher explain to 
children the words "mental retardation." Also includes questions to think 
about, activities for children, a guide for parents and teachers, and 
recommended resources on retardation. 



**************** 



BOOKS FOR OLDER READERS 



THE ABC'S OF HANGING ON 

By Betty Oliver, claitor's Publishing Division, 3165 South Acadian at I-IO, 
P.O. Box 3333, Baton Rouge, Louisiana 70821 (1976) 118 pp. 

Betty Oliver, a parent of a disturbed child, has written a helpful, practical 
book for other parents who are faced with the need for a fresh approach to a 
diff icul t task. 

THE ACORN PEOPLE 

By Ron Jones, Abingdon Press, 201 Eighth Avenue South, Nashville, Tennessee 
37202 (1976) 75 pp. 

A warm, sometimes funny, account of counselors and a group of handicapped 
kids and their adventures at suimer camp. 

AUTISTIC CHILDREN: A GUIDE FOR PARENTS AND PROFESSIONALS 

By Lorna Wing, M.D., D.P.M., Brunner/Mazel , Inc., 19 Union Square West, 

New York, New York 10003 (1972) 157 pp. 

Informative and down-tOyearth. Dr. Wing describes autistic children and 
their special problems of communication and behavior. She gives suggestions 
about education and management of these special children. 

THE DISABLED AND THEIR PARENTS: A COUNSELLING CHALLENGE ' 

3y Leo'Buscaglia, Charles S. Slack, Inc., 6900 Grove Road, Thorofare , New 
Jersey 08086 (1975) 393 pp. 

A strong, wel 1 -documented appeal to teachers, physicians, psychologists 
all people in the helping professions. Focuses on the deep, largely unmet 
need of disabled people and their families for help in dealing with their 
feelings as they cope realistically with disabilities. An outstanding con- 
tribution. 

DOES SHE KNOW SHE'S THERE? 

By Nicola Schaefor , Doubleday and Company, 501 Franklin Avenue, Garden City, 
New York, New York 11530 (1978) 235 pp. 

In this book, Mrs. Schaefer tells the story of her daughter, who is a severely- 
involved, nonverbal, retarded cerebral paVsied teer\ager whose presence in their 
family is a happy fact of life. While she acknowledges the difficulties of 
her daughter's daily care, she expresses the positive things that have come 
from having her at home. Her battles for better short and long term care 
arrangements for severely handicapped people are outlined; although she is 
Canadian, her experiences with this frustrating process will sound familiar 
to parents here in the United States, also. 
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ELIZABETH 

By Sharon Ulrich, University c t' Michigan Press, 615 East University, Ann 
Arbor, Michigan 48106 (19:2) 122 pp. 

This is a beautifully written biography by Elizabeth's nx)ther. The discovery 
of her daughter's blindness a^ two months enabled her to get early infant 
education. Comnentaries by tv o experts who worked with Elizabeth offer help- 
ful information. 

THE EXCEPTIONAL PARENT 

Exceptional Parent Magazine, P. O, Box 4944, Manchester, New Hampshire 03108 
One-year subscription (6 issues) 

A magazine which_deals with the kinds of problems faced by all parents of 
disabled children>s^In addition to articles filled with practical information, 
it presents a lively forum for an exchange of parents* ideas and experiences. 

GROWING UP HANDICAPPED 

By Evelyn West Ayrault, The Seabury Press, 815 Second Avenue, New York, New 
york 10017 (1978) 216 pp. 

Helpful advice and suggestions for bringing up a child who has a disability 
are offered in this book. Behavior, discipline, problems of adolescence and 
adulthood are among the subjects discussed, 

IS MY BABY ALL RIGHT? 

By Virginia Apgar, M.D., M.P.H., and Joan Beck, Pocket Books, Division of 
Sinrm and Schuster, Inc., 1230 Avenue of the Americas, New York, New York. 
10020 (1972) 542 pp. (paperback) 

This is an informative, readable discussion of the causes, treatment and/or * 
prevention of many common birth defects, 



JOEY (also published under the title: TONGUE TIED) 

By Joseph John Deacon, Charles Scribner's Sons, 597 Fifth Avenue, New York, 
New York 10017 (1974) 92 pp. 

A heart-warming story of incredible courage and creative teamwork of four severely 
handicapped men who wrote the story of Joey Deacon's life, Joey Deacon has cerebral 
palsy which affects all four limbs and his speech. His autobiography brings to us 
the vital message of the precious quality of life of each individual. 

LEARNING DISABILITIES, A FAMILY AFFAIR 

By Betty B. Osman, Random House, Inc., 201 East 50th Street, New York, New 
York 10022 (1979) 224 pp. 

Offers advice to a learning disabled child's parents. on counteracting classroom 
failure, distinguishing among types of learning disabilities, keeping academic 
learning disabilities from snowballing into behavior problems, and coping with 
the imposition of a learning disabled child's needs on family members. It 
contains information about diagnosis, what particular remedial experts do, and 
Suggestions about techniques of dealing with homework* assignments . 



LIKE NORMAL PEOPLE 

By Robert Meyer, McGraw-Hill Book Company, 1221 Avenue of the Americas, 
New York, New York 10020 (1978) 196 pp. 

Well-written and unsentimental, the book describes the growing up years of the 
author's retarded brother. Good description of what was happening in the field 
of mental retardation during that period. You get a sense of how narrowly 
the author's brother escaped being "thrown away." 

LIVING WITH OUR HYPERACTIVE CHILDREN 

By Marvin L. Bittinger, Editor, BPS Books, Inc., Two Continents Publishing 
Group, Ltd., 30 East 42nd Street, New York, New York 10017 (1977) 199 pp. 

A useful and interesting book written by parents of hyperactive children. The 
child in each family is different and the progress made, difficulties encountered 
and management used, both medical and educational, are clearly spelled out. 

SCHIZOPHRENIA 

By Kayla F. Bernheim and Richard R, J. Lewine, W. W. Norton and Company, 
Inc., 500 Fifth Avenue, New York, New York 10036 (1979) 256 pp. 

The authors present a balanced overview of the many aspects of schizophrenia 
in non-technical readable language. The book is current, well researched and 
informative for families and professionals. It is sympathetic and helpful to 
families who are faced with the task of being the primary care giver to their 
child or spouse in the absence of adequate community support systems. 

SEIZURES, EPILEPSY AND YOUR CHILD 

By Jorge C. Lagos, M.D., Harper & Row, 10 East 53rd Street, New York, New 
York 10022 (1974) 238 pp. 

This book is written in a question and answer format in an informative direct 
style. Medical , social , psychological and educational aspects of epilepsy 
are covered. Charts listing treatment, drugs, milestones of psychomotor de- 
velopment, and familial risk factors are included. 



THE SIEGE 

By Clara Claiborne Park, Little, Brown and Company, 34 Beacon Street, Boston, 
Massachusetts 02106 (1967) 280 pp. NOTE: This book is out of print, but 
is available in some public libraries . 

Offers a parent's view of living with an autistic child. Mrs. Park describes 
in great detail not only what she did to help her daughter, but how she pa- 
tiently tailored her teaching to the child's readiness. 
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so YOUR CHILD HAS CEREBRAL PALSY 

By Gil F. Joel, University of New Mexico Press, University of New Mexico, 
Albuquerque, New Mexico 87131 (1975) 53 pp. (paperback) 

Written by an adult born with cerebral palsy who has counseled families of 
the physically handicapped. It suggests how parents can be most effective 
in helping their child develop a positive self-image and in their own ability 
to cope. 

THE SPECIAL CHILD HANDBOOK 

By Joan McNaimra and Bernard McNamara, Hawthorn Books, Inc., 260 Madison 
AVfHiue, New York, Now York 10016 (1977) 320 pp. 

Written by parents of five adopted handicapped .children, the authors provide 
practical information on finding schools., programs, support and financial 
assistance. Also has a directory of state agencies and organizations to contact 
for additional help. 

SPECIAL PEOPLE 

Shirley Cohon, Prentice-Hall , Inc., Englewood Cliffs, New Jersey 07632 

(1977) 177 pp. 

Closely examines some of the prejudices toward handicapped persons. The book 
also gives real insight into how these attitudes affect people. 

TO RACE THE WIND 

By Harold Krents , Bantam Books, Inc., 666 Fifth Avenue, New York, New York 

10019 (1972) 282 pp, (paperback) 

The autobiography of an irrepressible young man who insists that he make his own 
way in the mainstream, not in a segregated blind world. His humor, love of life, 
unquenchable demand for independence all contribute richly to self-realization 
and Success. 
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YOU ARE NOT ALONE 

By Clara Claiborne Park with Leon A'. Shapiro, M.D., Little, Brown and Company, 
34 Beacon Street, Boston, Massachusetts 02106 (1976) 496 pp. 
consumer ' s Union Edition, Consumer Reports , AO 87 Consumer's Union, Orange- 
burg, New York 10962 (1976) 496 pp. 

A comprehensive guide for people who want reliable information about emotional 
problems, mental illness, and how to get professional help. It is straight- 
forward and unbiased toward/any one method of treatment. The reading lists and 
running summaries in the margins make it a useful source of information. This 
book has been long awaited and is much needed. 

NOTE: Closer Look does not stock or sell these books. You may find them at your 

public library, or ask them to order the books you want. If you want a 

personal copy, bookstores can order them for you or tell you how to order 

' them from the publisher. We have omitted prices from this list because of 

the difficulty of keeping up with the increasing cost of books. 

« 
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Educational Materials 

From: Pediatrics , American Academy of Pediatrics, Notice: This Material May 

March 1974. Be Protected By Copyright 

Law (Title 17, U.S. Code) 

Developmental Screening of Preschool Children: 
A Critical Review of Inventories Used in Health and 
Educational Programs 

Helena S. Thorpt, M.D., M.P.H., FAA.P., and Emmy E. Werner. Ph.D. 

from the Dcparimcnt of Pediatrics, School of Medicine, and the Department of 
Applied Behavioral Science*, Univenity of California at Davis, 



ABSTRACT. Five (Icxrlopnicntnl screening; jnvontories^ cur- 
rently po»>ul:ir in hcaltli jind i ilui ation.il programs, arc com- 
pared on rrlpvant teclinic.il aih\ practical criteria. All five 
hav<* limitation*; bcL.iusp tln'ir norms wt*' hi\soi\ on small 
hamples of children who arc (^ftcu »i()t representative of the 
children later .scrceni'd. L'ntil carefuli> coiidiictcd longi- 
tudinal studies of nonnai chddren of (hffercnt racial, socio- 
economic, and etlucationnl hacki^rounds are available, those 
inventories cannot be used for prediction of future potential. 
However, when administered hy a projwrly trained j)crson, 
each of these procedures can be used as a narr.itjve descrip- 
tion-if not a numeric^ scoie- a prolile tor piannini; the 
health anci education of tlie preschool child. Prdmtrics, 
53:362, 1974, cini.i) oevflopment, .schee-sinc. Oenvlr 

DEVELOrMFNTAL, HlAO SlART, INVENTOniES, mtbCllOOL, 
SCHOOL READINESS, TlIOKeE Dl.\ ELOPMENTAL. 



This paper is intended to aid pediatricians and 
psychologists in coniprcliending the siniilaritins and 
differences between commonly used inventories of 
child development. Although applications and in- 
terpretations are discussed, the administration of 
these tests or surveys requires s])ecial training, with 
close study of directions, for which the references 
in the bibliography should be consulted. After com- 
pleting such training, the pediatrician .should be 
able to administer these inventories himself or dele- 
gate the procedure to trained nurses, etiucators, 
psychologists or paraprofessioiials. 

WHY DEVELOPMENTAL SCREENING? 

All children develop psychomotor fimctions that 
follow progressive sequences along four separate, 
distinctive patterns.'*^ 

I. Gross motor ahilities emphasize the integra- 
tion of the central nervous and musculo-skeietal 
systenis. 

II, Communication skills include comprehension. 



expression, hearing and speech. 

III. Fine motor skills recjuire eye-hand co- 
ordination. 

IV. Personnl-socuil hchnvior relates to self-care 
and interaction witli (jtbers. 

Because of genetic and environmental factors, 
children may exhibit individual variations in devel- 
opmental rates in each of these eatet^ories. 

Prior to U)66, developmental screening was the 
responsibility of bii^bly skilled, trained psycbolo- 
irisls and p<'diatrieians. It was also the technical 
task least delegated hy pediatricians to allied health 
workers.'- Since the late li)60\ health coni|)onents 
(staff and services) have been incorporated into 
publicly funded preschool programs, allowing low 
income families to have new sources of care.'" '' 
Title XIX, the early periodic screening diagnosis 
and treatment program.'*' ' ' re([uires developmental 
screening as part of the health screening for chil- 
dren who are welfare recipients. In additi(»n. 
middle class families are requesting similar health 
services. They often seek developmental screening 
from private medical care prior to enrolling their 
children in private or public presc hool programs. 

During the last decade, developmental screening 
procedun s have been designed by pediatricians. 
p.sychologists. and educators in an attempt to pro- 
vide tools that could be used by paraprofessioiials 
and proiessioiials alike to meet the increased need 
for deveh)pmental screening. Although a compre- 
hensive review of infant and preschool tests ap- 
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pearrd in 1965,'* tlu* five dovolopmental- screening 
tests or inventories now nioit fiecjuently used had 
not then heen developed. 
y This revie\V will, riierefore, eonipare the practical 
and technical iispects of (]) the Denver Develop- 
mental Streeninii Test (DDST^'' - '; (2j the Head 
Start Developmental Screening Test aiid Hehavior 
Hauni^ Scale (USDS)' (3) tli(; Cooperative 
Tresthool Inventory (CPI)-" "; (4) the School 
He.uliness Survey (SHS)"^-, (5) the Thorpe De- 
velopmental Inventory (TDI) 

Tahles I, II. HI. IV and \' present a comparative 
sinnniary of the ilrms in the five (h v( lopmcntal 
in\( :ilones hy the f.'):ir cat<'iinrit s of skills assessed. 
This niciudes all the* items ol tlie JISDS, CPl, SRS, 



and TDI. It includes all the items for agej? 3 to*6 
years that coidd potentially he asked on tlie DPST. 

PRACTICAL ASPECTS 

As indicated ahove» all five inventories are in- 
tended for tlie tissessment of a child's developmental 
status prior to intervention and at periodic intervals 
after specific educational and h(»akh programs have 
heen introduced. The greatest potential use of these 
sereening methods is in a setting of continued care 
of the individual child. Therefore, unlike the 
familiar milestones of devclopuient, they are not 
designed to yield age e(|uivalents. Nor are horizon- 
tally parallel items in I'ahlc 1 intended to indicate 
e.vpectation of similar age at accomplishment. 



T.^BI.E I 

Comparison ok Iiim Conii ni Iivt l^tvKi.orwEN i ai. Screknino Invkn loHitb* 
I CJko:>s NfoiuR .\i)iuiti.s 



I ilk turw.ii il 



Rcioidrd only .ti 
11 1 - IIIO 
(l.iii be passi'd 1)V 

IC|J(>1 tt 

t iiorinv 1-1 ^ yr ) 
( .111 I If p.tsM '1 by 

lioiius, I M in.i 

No apccil icci Iiiic on 
!Kj(jr I S u ) i 



USDS 



N(Ji .i5ik«'cl 



CP! 

"Jum[)** is only 
^;roiS motor 
bkiU askt-d 



4 H.iikward hfr!-t(u' i4*)-h4-) 



.Ndmiis Ij hkj l.iirr 
lhan DDsT 
1 4 ") l> J 



l>Kll 1 tt tiXil 



h I (lip rii^lu foot 
U \{ tout 



7 Skip alu'rnaun^ 



l .xaininiT is rc- Ski 
(i to r\ ( 



•ikdl iii onli oiu' 
foot (4 U f) vr J 



Skdl oi only oiw 
lout icqinn d 

NoiMis 1 yi railicr 
dian ODS! 

{ \ u 

SxA iiskcil 



ohscrv cil on 
uitc loot oidy 



Norms t) ino c.n licr 
\\u\x\ UDST 
*4-:),l»j 

Skdl oi' only uitt- 
iooi rcqun i'd 

NoMii', 1 >i riirluT 
than DDS r 
f i 4 yi ) 

Not aski'd 



.Not askrd 



sus 

No observational items 
I'arcnis answ< i yes or 

no to whether their 

child can 

1 walk backwards 

'i. stand on one fool 
r>-l()sec 

\. ahcrnaie fj-ei 
walknt^ downstairs 

4. w.ilk a striii^dii Inie 



IDl 

.Ml items arc observed 
.S<:paratc scoring for 
child's response to 
spoken directions or 
following,' visual ex- 
amples ( >2-3 yr) 
{ >2-3 yr) 



Masking tape line on 
floor ( -"i-'j yr) 

(3,6-5.6 yr) 



Skill of each foot re- 
corded (li.b-.'i) 



.Skill of each foot re- 
corded •)-:>) 



Not asked 



(5-6 yr) 



• \bbre\iationK DOS 1\ Denser ! Jevelopnicnial Seneninn Test (copyrighted); liSDS. Head Start Developmental Screening 
not top>ii«bir(li. i:lM. (:oopelatl^r I'lesibool Inventory (eopyrightt il). SKS. Schciol Ue.idincss Sui vry (c'opyi iglned); and 
ini, J horpe DcM lopiiH ut4d I ri% etUoi y I eojiv rightei I ) 
I line i.miv I. a.ln.Hnsi. otl by one adiili nnnaetn-g with one ehild. None of these invenuaies is performed by a series of adults 

4l<in»q jii^l uni skill .nca ... i ■ i 

Nunns (years and or y. ar. and niontiis in parentlwses) are mdieaf d when -^0^ to *X)< , of healthy thddicn have the given dc* 
s« |..pM.« ntal >kills b .sed on die stand.ndi/. il priformaiu e of< Inldieii reported for ea< l» inventory, I'his age-range noniiMig is available 
(.III)' lor the DDS r. USDS and th<- 1 Dl. ( :1M gives a ehild one point for < ach correct response for a total score <»f 64 possible. SRS 
Kne. point score s which are nilerprrted as "ready lor school.'' 'boider-lmc ready/' or ^ necds to develop/' 

t Report items can be passed by |)arepi history report and are not s*. red differently from observed data. The examiner is not 
rpfjiiired lo observe these iieniJi. 
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TABLK II A 



ComPaIIIVIN of lir.M ( ONIKM <»► fr'lVr. IHVl I.OPMFNI Al. SCHIFNINO iNVKNinniKS* 
M. C^OMMUNICATION SKlLLt: Stl.F-IufcN ril V AND SKNII'.NCK Vs¥. 



Catr^on- oj SktU 

K What is your 
natiif? 



2. Are yuu a boy or 
a girl?. 

1. What do you do 
whrn you arc 
•—hungry? 
— ilccpy? 
—cold? 



USPS 



May hr passed by May be paurd by 
rrpi)rlt rrporlf 
('J.r>-.J.<M Norm it I yr Inlrr 

than DUST 
(j-4.ll) 



Not a«lrd 



C!hild*.> rxacc re- 
s|H>i'.»<' is Ml ' 
r<Tordrd 

Kxainiticr inlfrprett 
and gives a pass 
if 2 of the W 
questions are 
.inswcrrd with 
logical response 
(:»-4.'J) 



Not asked 



Same ifciii as 
DOST. Norm 
is ti mo laier 



Cthitd iiiiixt kiuiw 
inranings of **first" 
and *Mas(*' to answer 
questions 



Not asked 



Kxact rrs()onse 
recorded 

"l*att" mrnns a "logi- 
cal" aiuwer was 
given to 

— Who do you go to if 
you are sick? 

— Where do you find a 
boai? 

— Where do you buy 
gas? 

- VVh#:n is breakfiist? 
— Whcrr do you fmd 

a lion? 
— What does inothei 

do? 

— Whai does a drniist 
do? A teacher? 



Sits 



Tell full namr 



Not asked 



IS not Not asked 



11)1 

1 .xaci r(\s|}oiise 
recorded (2.<>-4) 



l.xart response is re- 
corded and scored 
for appropriate- 
ness, length of 
phrase, or sen- 
tence, and use of 
pronouns 

■ hungry (2.0-5) 

— sleepy rJ.O-.S.) 

—cold (J.G-.5) 



4. What do you do 

when you want 
tu cross the big 
street and many 
cars are coming? 

5. What do you do 

when you lose a 
toy? 



Not asked 



Nrit asked 



Not <tskrd 



Not asked 



Not disked 



Not asked 



• See Table \ footnote, 
t See Table I footnote. 



l*iirenC history; 

question on chtld*:i 
understanding of 
how to cross a resi- 
dential .street safely 

Not asked 
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("oMi'AacsoN or Itr.M Conient Kivk 1H:Vki (iPMrNi ai. ScHKi-NiNr; Invf.n tomr.s* 

II. Cr)MMUN|CAriON SKIt.tJ: CoMPRKIlKN.Sin.N AMI UXPKKVSION 



Cateiiory nj SitH 

L Point to 
—red 
— yellow 
— blue 
—green 



2. Name 
—red 
— yellow 
-blue 
—green 



/J/)V7 

*Tau** indieaies child 
recognizes any !i of 
the 4 rolors 

May be pa^^sed by re- 
port} (J -4.0) 



USDS 

Same item as lJi)ST 
Pass by report t 
Norm is 1 yr later 



Not asked 



Not asked 



(jhild reeogni/rs rrd, 
yellow & blue ob* 
jrcts 

Child uses yrllovs, 
purple & orange 
Crayons on record 
Torn) 

Name black & red 



Color recoqnition 
is not asked 



\sked and cxacl 
rcsponsr is 

r<cor<led 

(4-5.6) 



.\*iked and chiUI's 
exact response »• 
recorded l4-'j 



Name 7 colors: red, 
yellow, blue, 
pink, orange, 
green & purple 



11)1 

Response to e;i< h 

rolor is sr paratr 

recorded; 
red tS: yellow, 

I J.6-.*) yr) 
blue green, 

(4-.5 yr) 

Name red & yclluu 

14-5.6) 
Native blue & grc^n 

(4.6-5.6) 



TABLE II B (OfUiiiifA/) 



CaUiwy of Skrtt 

\ PrepcMiCions 
— under 

-on 
— behind 
— in front of 



^Pa»" if child (citows 
any S of 4 dircciiotu 
corrcccly f.i-4.li; 



Hsm 



CPI 



Same iichi «i DOST 
Noriiu I yr later 



Prepotiitons are part 
of qucfitons luea- 
iurttig 3 conccpu 
at the laine itiiie 



Not asked 



foints 10 



C'hUd U rct^uirccl lo Clhild idrntifirs I Child iliows uduU hit Not aikcd 



Uudy p.irt^ idrniify only 1 liody body part lo pais shoulder 6; hrclj 



pari lo pass 
May be pJiK-d by 

repent 
Asked only ai a^es 14- 

24 iiio (1.0-1.' yr) 



l*ass by reporit 



Child nuii.cs fin^cr, 
knee & elbow 



Under and on, 

(2.G-3> . 
Behind (Sl in Jront 
of(3.G-5) 



Child icleniifies 
live parts 



4 



Ktghi/iet 
ideniif) 'a* 
lion 



I) Couni 

4 objecis 
7 obi< ci$ 
2 objecis 



7 Kepcai 2 

<llKll!i — 

three 
four 

H Recof^nilion 
xocabutnry 
and (iriicu- 
tattoii 



't N'.iiiie plurals 



hi Describe 
Dpposiies 



f^oi asked 



Not asked 



Not asked 



^Not asked 



(5.6-6-f) 



No numerical or qunii- 
tiialive concepts arc 
Kieened 



Nui asked 



How many eyes? 

Count to 5 

Mow many wheels on 

a bike, car & irike? 
How many corners 

on a paper? 
How many toes? 



Child points & 
counls:!),6, 9, 
7, 4 and 24 boxes, 
oil a page of the 
record book 



4 



Four objects (4-5 

• yr) 

Seven objects 

(4.6-6) 
Two objects 

(3.6-4.6) ' 



Not asked 

No items Kreen short- 
lerin \crbal 
memory 

Crhildren a^HS l4-2fi 
nio are asked to 
name I of ■'> pictures 
|>l^esentecl together 

Pictures arc of cat, 
bird, horse, #Df 6i 
maii^ 

These are not drawn 
to rei«itive si/e 

Info on articulation ii 
not obtained 



Not asked 



Not asked 



Four digits only 



2 (2.6-4) 

:i (3.6-5) 
4 (4-5.6) 



No items screen 
recof(nition vocab- 
ulary or articuln- 
liun of speech 
iotinds 



No picture vocabu- 
lary or speech 
sounds are screened 



Child names 20 
small picture's 
presented in rows 
of 5 (I in) line 

^^"drawinf^s. Child 
points to 12 pic- 
tures named by 
atJuU 



Child nasties 18 pic- 
tures in Spanish 
or English 

Each picture is pre- 
sented iAdividu- 
ally 

Articulation of 17 , 
sounds is recorded 



May be passed by re- May be passed by re* Not asked 
port! (2.3-3 3) por»t (2.li-3.n) 



Not asked 



(3-4.6) 



'Pass" if child answers Same administration Not asked 
2 uf 3 questions .is DUST 

correctly (3-5.0) Norms are 6 ino later 
(4.tJ-<i + ) 



Six asked 



Six asked 

(3-5 yr) 



It Description of Child defines <> out of Not asked with ol)- Child asked lo tell Not asked 



objec ts 

pictures 

words 



words 
Not "culture free" 

(.V6 yr) 



jccts or pictures 



which way water 
falls, how a record 
^oes, which way a 
ferris wheel turns 



Three objects, (wo 
pictures, five 
words ^ 

Separate norms for 
each item 



• See Table I footnote, 
t See Table I footnote. 
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TABl.t: 111 

CoMPARISriN Ol- I IKM C:»JNIKNI I'lVK ^)^ VKI OI'MKN t M ^' 

111. i'lNt: Mou.K Skiii'. 



:ki-:knin(j Invkniouii s* 



Caie^on of Shit 



I. llartdrdnrss using Not recorded 
crayons; content 
.<f spontaneous 
drawinK 



2. Di aw a circle 



i )rav> a cross 



Draw A box 



Child is asked to 
eo|>y unn.Mn('d 
object ('2 b- l b) 



\ (lliild is jsked tu 
copy unnamed 
object ( rf)-4.()) 

loiil.ur (4- ')J)) 
Copy (4 Ij-b) 



i. Dr,\w a picture of .T»nee parts 
ch.id like hnuseir i4 '» ) 

Six parts i4.'J-(j| 



4. CoiMpletiiii; outline Nut asked 
of incomplete 
man 



USDS 
Not recorded 



Child is asked to 
enpy unn.imed 
object UM-'SM) 



( l.ti-4,t») 



Imitate (4 (i-bj 
Copy (^y-h) 

1 hree parts 

(4-n.^t 
Six parts (.V2-t)+ ) 



Not asked 



CH 
Not recorded 



Child is asked to 
copy unnamed 
object 



Not asked 



Copy 



Not asked 



Not asked 



No fine motor skills 
observed 



Parent history. 
**Can your child 
di aw or copy a 
phis, box and <i 
ball"? 

Not asked 



Not asked 



Not asked 



11)1 

Recoi ded 

UrawuiK^ are reviewed 
and scored 



KeeoiJrd separately if 
( hild follows spoken 
dii ( c(i(jns or intitates 
exaniplc (2.li-4 I 



(4-:j,i)l 



At^e \ -^ 'Z parts 
\^> - \ p.u IS 
4—4 parts 
4.b .') pa I ts 
* 'i -b parts 
r» ij— 7 parts 



iJrawm^s reviewed and 
cpiantitntivc scoring 
done 



♦ Sec Table 1 footnote. 



All items on the CPI, SRS, TDI arc admin- 
istercd. For the DDST and USDS, the examiner 
varies the number of items ask'od, depending on the. 
child's age and success or failtire in doing the in- 
ventory. Scoring of the DDST depends on the 
number of items passed or failed in relation to the 
response of the normative sample. A failure on the 
DDST is the inability of the child to do a scries of 
items at an age when ^){YJ^ of the normative sample 
correctly performs these items. The normative 
sample contains relatively few low-ii'.come or 
minority children. The scoring of the USDS is re- 
lated to norms of fJOO Ih^ul Start children who do 
colors and prepositions one year later, tandem walk- 
six months later, and l)iilant(» and hop siv months 
earlier thanMie ITDST normative sample. The CPI 
and SHS convert itetns correct to a number score, 
with interpretation dependent on the child's age, 
The TDI records the tliild's response* in descriptive 
terms. The TDI record is then coded for computer 
analysis of responses by items and (|iialitative 
scores. Raw scores and c(puvalent .scores have been 
calculated for each 6-month age range, fiom ages 
3 years to 6 years, and are based on o/er 3,000 



California children from migrant. Head Start, par- 
(»nt participating, and private preschool programs 
The TDI score correlates developmental data with 
health data. 

TECHNICAL ASPECTS 

The potential user of the developmental screen- 
ing inventories (whether administered by himself 
or another) should be aware of the followiiijj 
limitations. 

The sample of children employed in standardiz- 
ing each oi the in\<*ntories Fiiay not be representa- 
tive of the populations to which these proged^Tres 
are applied. This is evident particularly . for the 
DDST and SHS. For example, the Mcmiinger 
I'onndation rc ported in a recent review: TVom our 
( linical use of DDST we hav e had .some reason to 
(|ti(»sti()n die circumscribed geographical selection 
of the sample and applicability of nornis in screen- 
mg children from lower .socioeconomic groir|is/ 
especially in the language area."^' Only three of the 
developmenlal inventories (the HSDS, CPI and 
TDI) have included Ile:W Start chiKlren in their 
standardization samples. Only the TDI has a re- 
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cording foim in Spanish and norms on children of 
migrant f.um workers. 

The rcUahihtij of the inventories is hased on 
tester-observer and test-retest stutlies from small 
samples and heterogenous age ranges that were 
tested at widely different intervals (DDST)*'* or on 
yet unpnbhshed studies (TDI). No evidence of 
tester-observer or test-retest reliability has, as yet. 
I)een puhlished for either the USDS or CPl! A 
common problem in reliability is ilhistrated by a 
Philadelphia study of 104 children from low-income 
fuinilies ((m Puerto Hican and a5'i No^ro)-': four 
trained first-year medical students achieved a rcli- 
uhility between examiners of f)2% to 1^1% (DDST) 
with varial)ility in judgment based on examiner's 
uncertaintv in recorthiig child's nonresponse as 
'f.uhire" or 'reftisal." It was noted that history 
from pare!Jt was NOT equivalent to observation. 

Th(> validity of all five inventories is based on 
ai;e (lifFerentintion, or on correlations with coiicur- 
rrntlij administered other tests or ratings by 
|U'(iiatrieians, parents or teachers. Some of the 
roults of vah'dity studies of the most publicized 
tist. the DDST, are not as encouraging as one 
\fuil(l hope for.'^ For example, a concurrent va- 
luhltf study of the DDST by Frankenlmrg et al 
mislabeled normal children over the age 30 months 
,.s at)normal. Forty-two percent of the children 
uoring in the normal range on the Revised Yale 
nrvilopmental Schedule (RYSD) were called ab- 
' "irrnal on the DDST. Both tests were given by 
i>iofessionally trained examiners."-' In Hawaii 
I h ad Stait projects, trained aides screened 208 
en with the DDST. The correlation between 
the aides* DDST scores and psychologist.s* Stanford- 
Ihuct IQs for the same children was only .30 A 
I'hil.idephia study-* of 373 Negro children from low- 



income families showed abnormal ratings based on 
a consistent pattern of refusals, not incorrect 
responses. Motor, language and fine motor skills 
were markedly delayed compared to original 
DDST norms. 

Predictive volidittj is lacking for all five inven- 
tories. This woidd require follow-up studies show- 
ing the relation.ship of the results of the inventory 
to certain relevant criteria which are independently 
ascertained. These could include grade retention, 
special class placement, school adjustment and gen- 
eral academic sticcess several y(jars later. 

INTERPERSONAL ASPECTS OF 
DEVELOPMENTAL APPRAISAL 

A wide range of adults, from indigenous nonpro- 
fessionals to professionals with varying child devel- 
opment backgrounds, are given new responsibilities 
in developmental screening.'' Thus, the skills which 
were previously delegated to highly trained chilcf 
psychologists and pediatricians are lieing practiced 
by less trained individuals. This may create prob- 
lems in interpretation of the inventories. 

A screening instrument, even the simplest, is only 
as good as the sensitivity of its user to the behavior 
of young children. The examiner must understand 
the importance of nonverbal clues from facial ex- 
pressions, eye movements, and gestures. The rap- 
port established between the adult and child, as 
well as the examiner style, will influence the 
child*s performance. 

The examiner should be capable of spontaneous 
and varied delivery so a relaxed and inviting 
atmosphere can be maintained. The approach to a 
child aged 3 to 6 years is different from the ap- 
proach to infants or toddlers or to older children. 
Instructions to the child must be brief and clear to 



TABLE IV 

C!(>MP\RISt)N Ol- IrhM CONTKNT (»l KlVE OkVKI.OPMEN TAI. SCREENrNC I NVENTOft lES* 
l\' PKRSONAI SoUM. ADM' UVK SkII I.S 



( (itfi^vr) of Skill 
I i )j» n .nid clijsr 
.* HuKoi) ami tinlninon 

r, ir 

I up .irxl (iuwn 

t ( )|H M .mci ( lijbr ix-lt l>uckl<* 

• i .1(1 shoes 

• I tr shoe lacr bows 

7 ))i ink from cup without 
»})iiiing 

• Sec *r«iblc I footnote, 
t Sec T^blc I footnote. 



JUiSJ 

l*ass by rcportf ( J-4.:i} 
No siiiiuiarii mrthod to 
obscrsc "icll'skills 



//.v/j.y 



CP/ 



Pass by report f None Hiked 



S/iS 

I listory of 
button and 
zip skills 



71)1 



Ilach item observed 
with standardized 
button book 

Norms for caeh item 
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TABLE V 

Comparison or Item Content of Fi v. Developmental Screening Inventories* 



Catego^^ of Sktil 



• Sec T»bJe I footnote. 



DDST 



I Health hiitory Not asked 

2. Parent data 

3. Vision and hearing 

icreeninf 



V. Health Data 



HSDS 



CPl 



70I 



Not asked 



Not asked Not asked 



Integral part of 
recording form 

Essential Jor interpret- 
ing deitlopmental 
data 



adapt to his short attention span and easy distract- 
ibility. The examiner must be alert to signs of 
fatigue, drowsiness, fear and inattentiveness, and 
appropriately adjust or postpone the screening. A 
preschool child is particularly sensitive to interper- 
sonal aspects of this encounter. It takes time and 
patience to overcome shyness, distractibility and 
negativenes.s which are normal behavioral charac- 
teristics of this age range. Thus, the examiner style, 
is best developed by a thorough training program." 

TRAINING FOR PROFESSIONALS AND 
PARAPROFESSIONALS IN 
DEVELOPMENTAL SCREENING 

Of the five developmental inventories, only the 
DDST and the TDI have specific training programs 
aimed at different levels of involved health and 
educational staff. 

Information on the DDST was initially read by 
physicians in the pediatric literature.' « Kits and 
manuals became available at no cost from Mead 
Johnson. Medical students, interns, residents, and 
pediatricians in private practice soon had access 
to the manual, kit and forms. Preparation for use 
has consisted in many instances of reading the 
manual and "trying it." Thus, the professional using 
his own background, knowledge and skill has 
adapted these "Gesell" type items to his own clini- 
cal needs. There are probably almost as many 
versions of performing the DDST as there are 
physicians using it. 

The American Academy of Pediatrics, in its 
Standards of Child Health Care*^ suggests the 
DDS7 or items adaptpd from it as a screening tool 
and includes a copy of the form and some instruc- 
tions for administration. However, it omits guide- 
lines for minimum numbers of items to be per- 
formed, the criteria for interpretation, or the need 
for training. All of these are essential in decreasing 
the over-referral of normal children, especially by 
paraprofessionals. 

Nurses aflSliated with nursing schools, state and 
junior colleges, health departments and regional 



centers have introduced their version of DDST to 
public health and school nurses after attending 40- 
hour workshops in Denver. A review of a sample of 
such work.shops in California and interviews with 
faculty and participants reveals the following: the 
participants in the workshops are not required to 
perform the inventory on any .specific number of 
children in each age ninge. There i.s no standard- 
ized, supervised practice requirement for inter- 
examiner reliability for tliese workshops. It is as- 
sumed that self-motivation will guide the proper 
use of DDST. Tliis practice is in contrast to the 
recommendations by Frankenburg and associates 
who have reported on training-indigenou.s health 
nides.'^ Their suggestions include tutorial approach 
for one or two trainees and uniform prepared 
format for ten or more trainees. The latter would 
include written material and film.s for consi.stent 
presentation, role playing and supervised practice 
experience. The authors note with caution: "Pro 
ficiency of te.st administration or observation de- 
crea.ses when the aides no longer think their work 
is being checked. Therefore, to assure a high level 
of screening accuracy, it is important to make peri- 
odic checks of screening results."^"*' 

The same cautionary statements should be made v 
in the use of the other four screening inventories 
which arc being used with increasing frequency, 
predominantly in preschool programs. 

The Head Start Developmental Screening Test 
(HSDS)2« was distributed by Head Start since 
1968 without manuals, kits or standardized training 
programs. In 1970 to 1971 it was used in fewer than 
G% of the sample of Head Start projects surveyed by ' 
national monitoring teams.^*^ The .staff did not know 
how to perform it, what to do with the data, or how 
to share it with parents or health professionals. 
Pediatric consultants were unaware that the norms 
in this modification of the DDST were different. On 
the HSDS a child is considered normal, rather than 
delayed, if he passes items on color and on preposi- 
tions a year later than is acceptable on the DDST. 
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The Cooperative Preschool Inventory"* •** is com- 
mercially tlistrihiited by Cooperative Tests and Ser- 
vices. As prepost gains have been used as criteria 
of eflFectiveness of preschool instruction in Cali- 
fornia,^- teachers are credited for "gains in points." 
Tluis. the lower the pretest and the larger the gain, 
the more credit is given to the teacher's instruc- 
tional elfort. No studies have been conducted of 
reliability between examiners performing this in- 
ventory in tlu'se preschool programs. • 

The School Hcadiucss .Survey is commercially 
distributed by the Consulting Psychological Press 
with directions in the form serving as the only re- 
(|uired preparation prior to use.'^ 

The Thorpe Developmental Inventory has a mini- 
mum of ten hours of training programs for nurses 
and educators. A consistent format of slides, films 
and videotapes, role-playing and supervised prac- 
tice .supplement the instructional manual.'^ '* The 
inventory can be performed and recorded in 
Spani.sh for children who are not bilingual. The 
rtcord contains descriptive as well as interpretive 
clita. Health data and behavioral data are integral 
parts of the recording form. 

SUMMARY 

Five developmental screening inventories cur- 
rently popular in health and educational programs 
are here compared on relevant technical and prac- 
tical criteria. All five have limitations because their 
nonns are not universally appliciible and because 
niformation is as yet limited on reliability and 
validity. Until carefidly conducted longitudinal 
•'tudies are available, the predictive validity of each 
inventory is imknown. 

V tool is only as good as its user. Reliable per- 
formance is directly related to the preparation, 
training and supervision of the e.xaminers. Not until 
these aspc»cts are standardized can it be accepted 
tli.it a developmental apprai,sal is made adequately. 

Developmental screening is an essential com- 
ponent of health and educational evaluation of pre- 
school children. The adult who performs this 
screening may be a pediatrician, or a nurse, or an 
educator, or a para professional. The most important 
factors are the skills the adult has in relating to 
children and the knowledge an adult has in 
proper administr;ition and recording of the screen- 
ing tool. Interpretation and referral should be 
accomplished by skilled pediatricians, psycholo- 
gists, and educators. 

Developmental screening inventories are human 
instruments and designed for human purposes. By 
themselves they treat no patients, educate no chil- 
dren, solve no social problems. But in the hands of 
skilled professional or paraprofc\ssional workers 



they can help in all these undertakings.*" 
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Professional Competence 
1 

Abstract 

This paper presents the argument that serious problems exist with 
regard to the competence of professionals involved in the assessment of 
exceptional children. The argumei.t is presented through citation of 
opinions and perceptions related to problems in professional per foriri (nee , 
review of research on professionals' test scoring skill, and discussion of 
research and documentation related to the placement of children in special 
education. Recommendations for improving the competence and performance of 
professionals are also given. These include suggestions for research aimed 
at identifying specific areas of training need for particular groups of 
professionals, inservice efforts to address areas of documented training 
need, and consideration of a performance-based certification system no 
assure adequate levels of professional competence. Only through such 
comprehensive evaluation, training and certification efforts can quality 
assessment services be provided and maintained. 
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Professional Compet<MiCO 
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Professional Competence 
and the 

Assessment of Exceptional Children 

Recently, a great deal of concern has been expressed regarding rhe 
adequacy with which children are assessed for identification of handi- 
cap , diagnost ic class if icat ion, educat ional placement , and instruct i ^nal 
programming. Much of this concern has focused upon the quality of assess- 
ment tool3 presently in use (e.g.. Salvia & Ysseldyke, 1978; Wallace & 
Larsen, 1978). Concern has also been expressed, though far less adamantly 
over professionals' tendency to bias judgments as a r*jsult of pupil 
characteristics such as sex, race, physical appearance, and diagnostic 
label (e.g., Foster & Salvia, 1977; Gillung & Rucker, 1977). This piper, 
while recognizing that concern for the quality of tests and the problem 
of bias is legitimate, raises a third concern: that serious problem 
exist with regard to the competence of professionals involved in the 
educational '^'^d psychological assessment of children. The paper wil;. 
discuss this concern by (a) citing opinions and perceptions relal^d 
to problems in professional performance, (b) reviewing research on 
professionals* test scori. t skill, and (c) discussing research and 
documentation related to the placement of children in special education. 
Suggestions'" for improvement of pr '>f essional performance in assessment will 
also be presented. 

Professional Competence and Asses s ment; Opinions and Perceptions 
Numerous opinions and perceptions regarding the competencies of 
those involved in the assessment of children have recently been repoted 
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in the professional literature. Ysseldyke (1978a, 1978b) believes that 
many school personnel administer and interpret tests without the training 
to do so. He believes thesi'. personnel fail to consider the technical 
limitations of the devices they .se, fail to account for the reliability 
of difference scores when conducting profile analyses, and are generally 
unaware of the nature of the standardization samples for tests they uc^e 
daily. 

Garry McDaniels, director of the Oflice of Special Education's 
Division of Assistance to States, notes that professional competence in 
the selection and administration of tests for placing children into 
programs for the learning disabled is an issue of concern (McDaniels, 
1979). McDaniels also notes that the two issues most frequently encountered 
in regard to implementation of PL 94-142 relate to measurement practice 
and personnel training as opposed to improvements in the technology of 
measurement. 

A perception of frequent misuse of the Illinois Test of Psychol ingui st i ^ 
Abilities (Kirk, McCarthy, & Kirk, 1968), a widely used special educa ion 
assessment tool, is reported by Kirk and Kirk (1978). Kirk and Kirk 
state that many examiner'^ fail to follow procedures given in the test 
manual and hence inappropriately use the test. 

^'Overzealous and incorrect interpretations of test results" are 
seen as partial cause for widespread criticism of intelligence testing, 
by Salvia and Ysseldyke (1978, p. 457). These authors believe .that 
such incorrect interpretations are evidenced to a greater degree in every 
other kind of standardized testing of school aged children. 

17;. 
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MacMillan and Meyers (1977) see signs of inadequate preparation in 
some assessment personnel. They state that one means of complying with 
the nondiscriminatory testlag provision of Public Law 94-142 is through 
issuance of guidelines for certification, and enactment of procedural - 
safeguards designed to combat abuses to children resulting .from irre- 
sponsible adnunistrat ion, scoring, and interpretation of tests, 

Bransford (1974), too, believes that many training programs do not 
adequately prepare professionals for the assessment of children. In 
particular, spch programs are deficient in imparting techniques for 
establishing rapport, and in teaching analysis and interpretation of 
assessment data, especially in regard to the evaluation of minority 
children. 

The presence of inadequately prepared professionals on assessment 
teams is also discussed by Meyers, Sundstrom, and Yoshida (1974). These 

authors feel this presence has resulted from the recency of legally 

J* 

specified standards of preparation enabling the current employment of 
hundreds of professionals who have "grandfathered in" on old requirements, 
lack of provision for updating skills, and lack of emphasis in preparation 
on assisting the teachcv plan an educational program for the child. 

Outright charges of "inappropriate and unprofessional behavior" 
are made by Kirp and Kirp (1976, p. 35) against those responsible for 
evaluation of children for special class placement. As documentation 
for their charges, these authors cite instances of children being classified 
as mentally retarded solely because of poor performance on an intelligence 
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test given in a language they did not speak, and of classification made 
on the basis of only a sh^rt form of an IQ test. 

In sum, it is evident frcu^ the opinions and perceptions cited that 
concern exists as to the knowledeg. and competence of at least some of 
those involved in the assessftfel^t of children. To what extent is this 
concern justified? An answer to this question is suggested by the 
results of research and other relevant documentation. 

Professional Competence and Assessment : 
Research on Test Scoring 

With any measuring technique, it is essential that those involved in 
the measuring process show a high level of agreement among themselves in 
reporting or judging equivalent behaviors. If an acceptable agreement 
level is not achieved, then either the procedure's scoring system is 
ambiguous or otherwise faulty, or the group of examiners is in need of 
further training in the system's use. 

One index the extent to which examiners agree among themselves in 
scoring is provided by the standard deviation of scores given to the same 
test protocol by a group of examiners. The greater the standard deviation 
of these scores, the great ■ is the disagreement within the group. The 
standard deviation, then, provi'das a measure of the degree of "error'* in 
test scores to be expected because of .-ater disagreement. 

Objective tests are so called because they are constructed to 
eliminate to the maximum extent possible, problems of rater disagreement. 
For this reason, the standard error of measurement for an objective nest, 
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as normally calculated, is meant to reflect sources of error other than 
that due to examiner variability. In studying the degree to which the 
assumption of objectivity is va'id for a particular test, comparison of a 
measure of examiner variability in "scoring to the standard error of 
measurement is sometimes undertaken. If examiner variability is sizable 
in relation to the standard error of measurement, examiner variability 
should be taken into account as an additional error source in test 
interpretation. In addition, attempts should be made to improve the 
test's scoring system or enhance examiner scoring ability, or both. 

Oakland, Lee and Axelrad (1975) asked psychologists to score three 
actual Wise protocols taken from the files of one of the investigators. 
Each of the three protocols represented a child of a different ability 
level (i.e., below average, average, above average). Data were analyzed 
from the returned protocols of 94 of 400 psychologists randomly selected 
from directories of the APA's Divisions of Educational and School Ps/cholo^,y 
and from the !I::tional Association of School Psychologists. While the 
authors interpret their results as reflecting a generally high level of 
agreement among examiners, their data do not fully support tliis conclusion. 
The standard deviation of he Verbal IQ's derived by examiners for the 
above average child exceeds the standard error of measurement for 
the test. In addition, for four of the eight remaining IQ scores the 
standard deviations very nearly equal the standard errors of measurement. 

Oakland et . al's data can be interpreted then, to suggest that 
interrater disagreement is^ a source of error that should be considertid 
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in Wise interpretation. Exploration of a number of other studies will 
assist in both confirming this suggestion, and in sorting out the causes 
for examiner variability. 

Miller, Chansky, and Gtedler (970) investigated rater agreement on 
Wise protocols by examining responses of 32 psychologists in training. 
Thirty-one of the subjects had completed course work in administration 
and scoring of the WISe, with the remaining subject being concurrently 
enrolled in the course. All trainees were asked to score the same bogus 
protocol which had been prepared by the investigators. The standard 
deviations for all three IQ's (i-e,. Verbal, Performance, and Full Scale) 
exceeded the average standard errors of measurement for their respective 
scales. Examination of the individual subtest data showed that the 
greatest amount of variability was attached to those subtests for which 
the Wise manual did not give comprehensive scoring criteria (i.e., 
eomprehension. Vocabulary, Information, and Similarities). This suggests 
that one caus** of examiner variability was the inadequacy of the Wechsler 
scoring system. However, one other cause of examiner variability was 
ident if ied. 

Miller et. al. counttv' the total number df mechanical scoring ei rors 
for the group finding it to be 68, or 2.12 per examiner, ealculatior 
errors, crediting items after cutoff, crediting incorrect responses, 
conversion errors, failure to credit correct responses, and failure t > 
credit non-administered test items below basal level, were detected. 
The net result of examiner errors and inadequate scoring criteria was a 
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single Wise protocol with Full Scale IQ ranging from 76 to^*93. 
Unfortunately, Miller et. al. provide no suggestion as to the relative 
contributions of these two ca»»ses of examiner variability. 

Miller et . al*s. study can i^- crit icized ofi the grounds- that it ust d 

* 

trainees with no r^al backlog of experience in the administration and 
scoring of tests. Perhaps it was this thought that motivated these . 
researchers to attempt replication of th? study with practicing 
psy cho logi s t s . . - 

Miller and Chansky (19*^2) randomly selected 200 professional 
psychologists from the APA Directory of Members, receiving 64^ responses . 
Analysis of data showed the standard deviiitipn for Verbal IQ to exceed 
the average standard error of measurement for the scale, and the ratio 
of standard deviation to standard error for Performance and Full Senile 

i ■ 

IQ's to be .48 and .80 respectively. A mean of i.37 mechanical errors 
per examiner was found, a figure remarkably consistent with the mean 
number of e^^ors per trainee in the earlier study. In addition, FuJ 1 
Scale IQ was determined to range from 78 to 95 for the same protocol . 
The authors note that this range of scores would qualify the 'examinee for 
class placements varying ^rom those for the educable mentally retarcrfd, 
through* slow learner, to regular placement. It should be noted that the 
sources of error normally preser." in objective te^ts Ce.g., changes in 
the individual from time to time, variation in response to the. test at a 
particular moment in time, changes in the specific sample of tasks), 
were controlled by Miller and Chansky so that the range of IQ'scorei 
observed was solely the result of rater disagreement. 
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Some concerns need to be expressed regarding the methodology employed 
by Oakland ifct. al. (1975) and Miller and Chansky (1972), First, in each 
study the proportion of 5ubjfcvt:s who failed to return the mailed protocols 
was substantial (i.e., 76Z .and 68% respectively). There is no way 
knowing if failure to respond was in some way related to test scoring 
skill. Oakland et. a]., however, state that a number of protocols wc e 
returned unscored with accompanying notes indicating that the respondr^ncs 
judged themselves unqualified to score the tests (presumably because chey 
did not perform such testing as part of their vocational responsibilities). 
In addition, the systematic relationship between tendency to respond and 
examiner scoring skill, if it exists, may well be such that those who 
failed to respond also tended to be among the less adept users of the 
test. If this were the case, the results of Oakland et. al., and Miller 
and Chansky might show an overestimate of rater agreement and examiner 
scoring ability. 

A second methodological concern is related to the extent to which 
protocols yere conscientiously scored by respondents. It could be argued 
that protocols might be more accurately scored in the actual assessment 
situation where the types" of decisions made about children demand scoring 
accuracy. Some guidance as l > the degree of scoring accuracy present in 
a context more closely resembling the actual assessment situation is 
ga^ined from a study conducted by Warren .md Brown (197^). 

Warren and Brown compiled a checklist of scoring errors from 
professional experience, review of the WISC and Stanf ord-Binet manuals, 

and pilot research. One hundred-twenty WISC, and an equal number of 

' \ 
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BineC protocols from the actual administrations of the tests given by 
forty students were analyzed for errors. Protocols were taken, from those 
administered during the begir»:ilng and end of training. Errors detected 
included failure to follow prescribed manual procedures, failure to 
establish proper basal and ceiling levels, conversion errors in use c r' 
tables, mistakevS m addition and subtraction, and faulty computation )f 
chronological age, A total of 1,939 errors was observed, for an avei age 
of eight errors per protocol, Thirty-sevei percent of the protocols 
Lv>nLained errors that changed IQ, with changes varying from 1 to 16 
points on the WISC and^l to 13 points on the Binet. Finally, error 
frequency did not show significant decrease as a result of training. 

The result of Warren and Brown is sobering in its suggestion that 
bvoring error exists in situations resembling actual assessment. The 
study's second finding, that training may not have a significant effect 
up-^n scoring ability, needs to be tempered by the results of other studies 
(e.g., Boehm, D»»ker, Haesloop, & White, 1974; Foster, Boeck, & Reese, 1976 
that have found training to be effective. Resolution of the contradictory 
findings of these studies might best be attempted through comparison rf 
the training programs us^^.! Unfortunately, no description of treatment 
IS given by Warren and Brown, making such comparison impossible » 

In vonclusion^ research on individual intelligence test scoring can 
be idken to Huggest support for the following:, ^ , 

1. Inrerrater variation represents a source of error that closely 
appr v^ximac in ma^nxind^^ other sour'^es of error usually found in object iv 
t ?a t s . 
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2. Some portion of this interrater variability is due to examiner 
mechanical scoring error. 

3. The frequency of mechai.^cal scoring error is about the same for 
students who have recently complete^* training in test administration as 
for practicing professionals. 

4. The magnitude of mechanical error noted in non-assessment 
situations is at least as great in situations closely resembling actaa] 
assessment . 

5. Training may have a substantial effect upon scoring profici *ncy. 
This research then, tends to support the concern expressed earlier that 
problems exist in the way professionals are using tests. Further 
documentation to support this concern, particularly with reference to 
special class placement, will now be presented. 

Pro fessional Competence and Assessment : 
Research a nd Documentation Related to Special Class Placement 
The professional involved in the assessment of children plays a 
central role in the provision of services for children with special 
needs. This is so becau -e individual evaluation is required to conf rm 
the existence of a special . -ed and to justify the provision of spec al 
services (U,S. Office of Education, 1977). Errors in the assessment 
process resulting in misc lass if icat ion can lead to denial of service to 
those in need, or at the other extreme, the possible s t igmat Lzat ion of 
children who are not exceptional. The assessment of children for the 
purpose of special placement is therefore an undertaking requiring a high 
level of professional skill. 
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Investigations into the relationship between assesment competenct- 
and special class placemet-^.t have unfortunately been few in number and 
limited in scope. Review of tucse studies that have been conducted and 
discussion of documentation providev^ by litigative action may provid- an 
initial impression of the role of assessment competence in erroneous 
placement . 

A survey of 39 Child Service Demonstration Centers serving 26 spates 
was conducted by Thurlow and Ysseldyke (1979) to discover the types »f 
procedures used in special education assessment and the purposes for 
which specific procedures are employed. The Centers were funded by ' h- 
Bureau of Education for the Handicapped to develop exemplary practic»js in 
the education of learning disabled children and to serve as raodels for 
the way services should be provided to this group. Professionals typically 
involved in assessment at the Centers included educational diagnosticians, 
special education teachers, clinical and school psychologists, and speech 
and language p^rholog i st s . Thurlow and Ysseldyke found that although 
technically sound instruments were available to professionals, many of the 
model programs were using for placement, tests that were either technically 
inadequate or otherwise ir. ^levant to the placement decision. 

Wliile Thurlow and Ysseldyke* s study suggests that many model programs 
use questionable measures in the placement process, the study does not 
indicate the frequency with which such measures are employed. Ysseldyke 
(Ysseldyke, Algozzine, Regan, & Potter, 1980), in a second study, used a 
computer simulation to investigate the extent to which professionals use 
technically inadequate measures in making placement decisions. Subjects 
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for the study were 139 school psychologists, special and regular education 
teachers, social workers, administrators, and other support personnel, 
who were presented referral inrc-mat ion about a hypothetical child for 
whom they would have to make a placvment decision. Subjects were told 
that the computer would provide, upon request, assessment results on the 
case from a variety of measures in each of seven domains. Participaits 
were allowed to select from as many domainj and as many measures witfiin 
each domain as they found necessary. Results of the investigation showed 
that when professionals first accessed information about the case, they 
tended to select inadequate devices as frequently as adequate ones. In 
addition, their tendency to choose inadequate measures increased as more 
and more information about the case was accessed. 

One reason for widespread use of technically inadequate assessment 
procedures was provided by Bennett (1980). This investigator examined 
the basic measurement competence of educational diagnosticians serving 
one state in wl.e continental United States. Each of the 95 diagnosticians 
participating in the study possessed at least a master's degree, with the 
great majority (73%) citing special education as a major field of graduate 
study. Basic measurement mpetence was defined to include knowledge and 
ability to apply in the assessipent situation such rudimentary concepts a.s 
those related to reliability, vai: tity, norms, measures of central 
tendency and variability, cr iter ion^ref erenced interpretations, and 
interpretive aids. Results of the study showed educational diagnosticians 
to achieve only an average of 50% correct on a 64"item test of measurement 
competence. In addition, diagnosticians performed significantly more 
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poorly on the test than graduate students enrolled in an introductory 
measurement ourse. Benm.tt concluded that diagnosticians of the population 
studied were deficient in measarement competence and hence did not have 
the skills necessary for selection ^^f appropriate procedures nor these 
needed for sensible interpretation of data routinely used in the ideiti- 
fication and placement process. 

If, as studies suggest, professionals are lacking in the compet tine i cr 
necessary for proper select ion and interpretation of assessment tools, 
what effect might this deficiency have on the placement process? 
An indication of some possible effects is provided by the results of a 
research study and by documentation from a litigative action. 

Garrison and HammiU (1971) compared students in regular and educable 
mentall retarded classes in the greater Philadelphia area to determne 
the ext nt to which children had been improperly placed. The results of 
tests o: intelligence, social inference ability, reading skill, auditory 
reception, an^ verbal expression were analyzed for 378 EMR and 319 
regular class pupils. Because of the nature of mental retardation, ooor 
perform nee in all or most of the areas tested would be expected for the 
EMR Chi dren. Results she -^d that 25% of the EMR subjects and 88X o^ the 
regular class students performed above a minimal cutoff set by the 
authors in at least fout of the fr^e tested areas. In addition, 43Z of 
the EMR pupils scored above the cutoff on two or three of the tests. 
Garrison and HammiU concluded that at a minimum^ 25% of the children 
studied in the EMR group had been misplaced. 

Di ana v. State Board of Education (1970) was a class action suit 
filed on behalf of nine Mexican-American students, aged 8-13, who ha(* 
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been placed in classes for the educable mentally retarded. Each of the 
nine students came fr^m a home in which Spanish was the primary language 
spoken. Initial placemeac in classes for the mentally retarded had been 
primarily based on the results >f English language administration of a 
standardized test of intelligence. Upon retesting in Spanish, seven of 
the nine scored above the criterion for regular class placement, suggesting 
that erroneous placement of the childrv^n in EMR classes had occurred 
because of errors in the selection and interpretation of assessment 
procedures. 

In sum, the limited data that exist on assessment competence and 
placement c n be taken to suggest support for the following: 

1. Af essment personnel may not fully possess the knowledge and 
skill neces ary for proper selection and interpretation of assessment 
tool s . 

2. A ack of assessment knowledge and skill may have negative 
effects on he placement process (e.g., erroneous placement). 

Conclusions and Recoimnendat ions 
This paper has pt ented evidence which suggests chat serious 
problems exist with regard to the competence of professionals involved in 
the educational and psychological assessment of exceptional children. 
The conclusion that problems exist in professional competence, however, 
needs to be tempered by a number of considerations. These include th.e 
fact that evidence supporting the existence of problems in professional 
competence is partially opinion and perception, that the research base on 
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professional competence in assessment is relatively small, and that othe 
problems in the assessment process may be, to some degree, confound**d 
with issues of professional coinpetence . An example of a particularly 
pressing issue that may be confouii'ed with questions of competence • b c\, 
problem of time (Kirp h Kirp, 1976), where long waiting lists, a lai k of 
funds, and shortages of certified personnel force assessors to conduct 
evaluation in a rapid rather than careful manner. While the extent to 
which such factors are confounded with problems of professional competen 
needs to be further investigated, the weight of the available evidence 
suggests that deficiencies in assessment knowledge and skill exist n a 
significant number of professionals.- 

The effects of knowledge and skill deficiencies in even a smal . 
number of assessors are unfortunately severe. Such deficiencies can 
lead to test misuse and abuse which in turn can result in the provision 
of inaccurate data to those who must make decisions about the identifies 
cion, classification, programming and placement of exceptional children. 
If professional performance is to be improved, and misuse of tests and 
other procedures reduced, specific areas of skill and knowledge in whicl 
improvement is needed mu^*" be specified. While some of these areas have 
already been identified (e.g., test scoring skill; basic measurement 
competence) for some groups of professionals, more efforts to identify 
specific knowledge and skill deficiencies for particular groups of 
assessment professionals need to be undertaken. Such a training-needs 
assessment approach is required for special education and related servic 
personnel by the Rules and Regulations of PL 94-142 (U.S. Office of 
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Education. 1977) .nd has been advocated for u.e with a..e..ment personnel 

by Bennett and Lewi. (1979). The reader interested in a detailed treatment 

of this approach is referred to that article. 

In addition to the implementation of a comprehensive effort to 

identify professionals' assessment training needs, an equally comprehensive 
attempt to provide inservice training for assessment personnel in areas 
of documented training need must be iu.tituted and supported. The ground- 
work for such an effort has been laid by the mandate for a Comprehensive 
System of Personnel Development as specified by the Rules and Regulation, 
of PL 94-142. Thi. mandate sets up a structure and funding mechanism for 
inservice activity within which states may design and deliver training to 
special education and related service personnel. It is incumbent upon 
those responsible for statewide training efforts to insure that the 
training needs of assessment personnel are adequately provided for 
through this system. 

Finally, mechanisms to insure continued high levels of competence 
for assessment professionals must.be found. Miller and Engin (1974, 
1976) have proposed the institution of non-permanent, periodically 
renewable cert if icat ic- for school psychologists and school counselors. 
Certification renewal in t..is system is based, in part, upon objective 
evaluation of knowledge, skill, and performance in those areas which make 
for success in the position. Bennett (in press) has provided an initial 
set of guidelines for such evaluation. Use of a "performance-based" 
system for encouraging a high level of competence for all groups of 
assessment personnel should be strongly considered. 
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Sumnary 

This paper has argued that serious problems cxi^»t in the competence 
of professionals involved in the assessment of exceptional children. In 
support of this argument opinions and perceptions related to performance 
problems were cited, research on test scoring skill was reviewed, and 
documentation and research on pupil placement was discussed. Finally, 
recommendations for improving competence and performance through needs 
assessment, inservice education, and performance-based certification were 
presented . 



lb, 



Professional Competence 
19 

References 

Bennett, R. Basic measurement competence in special education teac her 

diagnosticians (Doctoral disseration, Teachers College, 

Columbia University, 1979, Dissertation Abstracts International , 1980, 

^0 , 4996A (University Microfilms No. 8006792). 
Bennett, R. Methods for evaluating the performance of school psychologists. 

School Psychology Monograph , in press. 
Bennett, R. & Lewis, M. Assessing the assessors: A necessary and important 

training function . Manuscript submitted for publication, 1979. 
Boehm, A* , Duker, J., Haesloop, M. & White, M. Behavioral object iv<is in 

training for competence in the administration of individual intelligence 

tests. Journal of School Psychology , 1974, J^, 150-157, 
Bran-ford, L. Social issues in special education: Stop gap measures may be a 

form of cultural genocide. Phi Delta Kapp^ , 1974, 55, 530-532. 
Diane v. State Board of Education , C-70, 37 RFP (N.D. Cal. 1970). 
Foster, G., Boeck, D. & Reese, J. A comparison of special education leach^jr 

and psychologist scoring of the Bender Visual Motor Gestalt Te?t. 

Psychology in the Schools , 1976, _12, 146-148. 
Foster, G. h Salvia J. Teacher response to label of learning disabled as a 

function of demand characteristics. Exceptional Children , 1977, 
43, 533-534. 

Garrison,' M. , & Hammill, D. Who are the retarded? Exceptional Chil dren. 
1971, 3b, 13-20. 

Gillung, T. & Rucker, C. Labels and teacher expectations. Exception al 
Children, 1977, 43, 464-465. 



Professional Competenre 
20 

Kirk, S., & Kirk, W. Uses and abuses of the ITPA. Journal of Spee ch and 
Hearing Disorders , 1978, 43, 58-75. ^ , 

Kirk, S., McCarthy, J. and Kirk, W. The Illinois Test of Psychol in guisHr 
Abilities , Revised Editio. Urbana, 111.; University of Illinois ^ 
Press, 1968. 

Kirp, D., & Kirp, L. The legalization of the school psychologists' world 

Journal of School Psychology , 19/6, 14, 83-89. 
McDaniels, G. Assessing handicapped students: Beyond identification. 

In William Schrader (ed.), Measurement and educational po licy: 

Proceedings of the 1978 ETS Invitational Conference . San Francisco: 

Jossey-Bass , 1979 . 
MacMillan, D.,.6i Meyers, C. The nondiscriminatory testing provision of 

PL 94-142. Viewpoints , 1977, 53, 39-56. 
Meyers, C. , Sundstrora, P., & Yoshida, R. The school psychologist and 

assessment in special education. School Psychology Monogra ph, 1974, 

2(1), 1-57. 

Miller, C, Chansky, N. , & Gredler, G. Rater agreement on WI^C protocols. 

Psychology in the Schools , 1970, 2, 190-193. 
Miller, C, & Chansky, M. Psychologists' scoring of WISC protocols. 

Psychology in the Schools , 1972, 9^, 144-152. 
Miller, J., & Engin, A. Performance based school psychology cerr. if i :at ion : 

Situational response testing. Psychology in the Schools , 1974, U, 

422-424, 

Miller, J., & Engin, A. Tomorrow's counselor: Competent ot unemploved? 
Personnel and Guidance Journal , 1976, 54, 26.2-266. 

is J 



Professional Competence 
21 

Oak' ud, T., Lee, S., & Axelrad, K. Examiner differences on actual WlSC 

protocols. Journal of School Psychology , 1975, Jl^, 227-33. 
Salvia, J., & Ysseldyke, j. Assessment in special and remedial education . 

Dallas: Houghton Mifflin, 1978. 
Thurlow, M. , & Ysseldyke, J. Current assessment and decision-making 

practices in model LD programs. Learning Disability Quarterly . 

1979, 1 (4), 15-24. 
U. S. ^Office of Education. Education of handicapped children: 

Implementation of part B of the Education of the Handicapped Act. 

Federal Register , 1977, 42, 42474-42518. 
Wallace, G. and Larsen, S. Educational assessment of learning probl ems: 

Testing for teaching . Boston: Allyn and Bacon, 1978. 
Warren, S. & Brovm, W. Examiner scoring errors on individual intelligence 

tests. Psychology in the Schools , 1973, 118-122. 
Ysseldykt, J. Monograph #1: Research and Development Plan . Minneapolis, 

Minnesota: Institute for Research on Learning Disabilities, University 

of Minnesota, 1978. (a) 
Ysseldyke, J. Monograph #2: Reviews of Literature . Minneapolis, Minnesota: 

Institute for Res.iirch on Learning Disabilities, University of 

Minnesota, 1978. (b) 
Ysseldyke, J., Algozzine, B-, Regan, R., & Potter, M. Technical adequacy cf 

tests used by professionals in simulated decision making^. Psychology ir 

the Schools, 1980, 17, 202-209. 



UNIT IV: COMMUNICATION 



GOALS AND OBJECTIVES 



Information Exchange and the Referral 
Process, Part I: Communication Strategies 

Purpose * 

To provide participants with appropriate strategies for communicating 
with the handicapped ^hild/youth and others concerned with the 
delivery of educational and health-related services. 

Specific Objectives ; 

At the conclusion of this session, participants should: 



Be more sensitive to and.accept the concerns of handicapped children 
and youth in dealing with "normal" daily routines of living 

and learning. 

2. Be aware of the impact a child or youth with handicapping 
conditions can have on all family relationships: 

a. parental relationships 

b. sibling relationships 

c. parent /child relationships 

d. family/community relationships 

3. Re more sensitive to the need for aoDrooriate, suoportive, 
communication strategies (verbal and nonverbal) wnen 

interacting with: 



a. a handicapped child or youth; 

b. parents of a handicapped or high risk child or youth; 

c. colleagues regarding the education and health-related 
services of handicapped children and youth; 

e. supervisors regarding the education and health-related 
services of handicapped children and youth; 

f. other health and related-services professionals, 

- regarding the education and health-related services of 

handicapped children and youth; and ^ 

g. special and regular educators re'garding the education 
and health-related^ services of handicapped children and 
youth. ' . * ,1 

4. Understand and be able to implement appropriate, supportive 
communication tec'nniQues when interacting with: 

a. the child or youth with a handicapping condition; 

b. parents of the child or youth with a handicapping condition; and 

c. siblings of the child or youth with a handicapping condition. 



Recognize the need to respect the parents' experiences with 
their child/youth and plan to utilize that expertise by totally 
involving them in the referral process. 

Understand and be able to implement appropriate strategies 

for working with the parents in completing. the referral process 

and preparing the parents to be the child/youth's case manager. 




GENERAL SESSION III 
(Unit IV) 



INFORMATION EXCHANGE AND THE REFERRAL PROCESS 
Part I: COMMUNICATION STRATEGIES 

by 

Carolyn M. Del Polito, Ph.D., Director 
Allied Health Child Find and Advocacy Project 
American Society of Allied Health Professions 



I. The Communication Process: A dynamic, on-going, 
circular process in which the receiver attaches 
meaning to selected stimuli. 



II. Models of the Communication Process 

A. Intrapersonal Communication 

B. Interpersonal Communication 



III. The Client-Care System: The Participants 

A. Child or Youth 

B. Parents 

C. Siblings 

D. Colleagues 

1. Allied Health' 

2. Education 

(a) Special Educators 

(b) Regular Educators 

(c) Administrators 

3. Health 

E. Supervisors 

F. Community Members 



IV. Communication Barriers /Breakdowns 

A. Message Transmission Noise 

B. Semantic Nois^ 

1. Denotative Meanings 

2. ^onnotative Meanings 

C. Nonverbal Noise 

D. Stereotyping 

E. Defensive Listening 



V. Improving Coimnunication 

A. Social Sensitivity 

B. Active Listening 

C. Honest, Supportive Communication 

1. Acceptance of Self 

2. Acceptance of Others 



••what we actually do when .we speak to each other is talk to ourselves." 



That is, when I talk to you, I'm actually talking to my hypothesis 
or estimation — my image of you. ^ 



••THE MORE I KNOW ABOUT YOU—TH? GREATER THE PROBABILITY THAT I WILL 
TALK TO YOU, RATHER THAN TO MY IMAGE OF YOU. ..." 



•'THE EFFECTIVENESS OF MY COMMUNICATING WITH YOU. . .'DEPENDS' ON HOW 
MUCH I KNOW AND UNDERSTAND ABOUT HOW YOU PERCEIVE YOURSELF." 



Question: How can we get information from others about themselves 
to be able to truly communicate with them? 



from: John W. Keltner, Interpersonal Speech Communication , Belmont, 

.California: Wadsworth Publishing Company, Inc., 1970, pp. 52-53. 
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Figure 1.1. The intrapersonal communication process. 



Figure 1.1 illustrates the intrapersonal communication process. An indi- 
vidyars self-concept is at the heart of the process, since one's self-concept 
determines the stimuli selected and the way in which the stimuli will be de- 
coded» evaluated, and integrated into the individual's self-system. The self- 
concept also determines the message to be transmitted and how it will be 
sent. As the dotted lines indicate, the self-concept affects and is affected by 
one*s experiential world—all the information accumulated during one's life- 
time» including cultural experiences, knowledge, abilities, beliefs, attitudes, 
and feelings, as well as needs, goals, and expectations for the future. In turn, 
the person*s experiential world affects the entire process of intrapersonal 
communication. As Figure 1.1 indicates the process is ongoing, circular, and 
operates as long as stimuli from the situational climate (time, place, and cir- 
cumstances) or experiential world bombard the individual. 



from: Carolyn M. Del Polito. Intrapersonal Communication . 
Cuiranings Publishing Company, 1977, p. 3. 
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SIX PRINCIPLES OF LANGUAGE 



Count Alfred Korzybski, who coined the term general semantics (the 
study of any behavior which results from language habits), believed 
language to be a powerful influencer of our thinking and our behaving. 
The following six principles are derived from Korzybski' s three basic 
principles of language: the principle of non- identity ; the principle 
of non-allness; and the principle of self-ref lexiveness, 

1. WORDS SYMBOLIZE THINGS, BUT ARE NOT THOSE THINGS- 

2. MEANINGS ARE IN PEOPLE, NOT IN WORDS, 

3. AVOID SIGNAL RESPONSES TO SYMBOLS - 



4. IT IS IMPOSSIBLE TO KNOW EVERYTHING ABOUT ANYTHING. 



5. ALL THINGS CHANGE. 



6. AVOID RIGID, NON-PROCESS ORIENTATIONS. 



0 



from William D. Brooks, Speech Communication , Dubuque, Iowa: W. C. Brown 
Company, 1971. 



DEFENSIVE AND SUPPORTIVE COMMUNICATION CLIMATES 



DEFENSIVE BEHAVIOR: behavior which occurs when an individual perceives threat 

or anticipates threat. 

Defensive behavior leads to defensive listening and produces postural, 
facial, and verbal cues which raise the defense levels of the orginial 
communicator. 

Increases in defensive behavior have been found to correlate positively 
with losses in efficiency in communicacion. 

DEFENSIVE CLIMATES SUPPORTIVE CLIMATES 



1. Evaluation 

2. Control 

3. Strategy — hidden motivation 

<> 

4. Neutrality — little warmth or 
concern for the other person 

5. Superiority 

6. Certainty — dogmatic 



1. Description — genuine requests 
for information . 

2. Problem-Orientation — collaborate 
on seeking solution to problem 

3. Spontaneity — straightforward and 
honest 

4. Empathy — respect for worth of the 
other person 

5. Equality — mutual trust & respect 

6. Provisionalism — willing to 
experiment and investigate issues 



from Jack R. Gibb, "Defensive Communication", Journal of Communication , 
Volume XI, No. 3 (September, 1961), pp. 141-148. 



LEVELS OF EMPATHY 



Level I: Maximum Understanding through Social Sensitivity 

A. Understanding the Speaker' 5* Perceptual World 

1. Attitudes 

2 . Values 

3. Beliefs 

4. Knowledge 

5. Culture 

6. Social System 

7. Past Experiences 

8. Future Expectations 

B. Understanding Our Own Perceptual World—Selective Perception 

C. Understanding the Content Communicated — What is Being Said? 
Understanding the Feelings Communicated — How is the Message Being Said? 



Level II: Confirmation of Understanding through Active Listening 

A. Attention During Communication 

1. Nonverbally (attentive posture, head nods, eye-contact, facial 
expressions) 

2. Verbally (vocalizations which indicate you're keeping up with 
thf speaker and interested in the information communicated) 

B. Reflection of Maximum Understanding of Other's Ideas 

1. Verbally 

2 . Nonverbally 

C. Reflection of Maximum Understanding of Other 's Feelings 

1. Verbally 

2. Nonverbally 



THE REFLECTIVE RESPONSE TECHNIQUE 



Definition: A response by tfffe listener in which^ he/she verbalizes 
back to the speaker the essential ideas and feelings 
the speaker has expressed. The listener acts as a 
mirror , reflecting back and supporting the speaker's 
message* 

Objectives: 1. Listen not only for the words of the speaker, but 
for the feelings behind ^he words as well. 

2. Try to see and understand the world through the speaker's 
perceptions. 

3. Do not evaluate. Suspend your own value judgements, so 
as to understand the speaker's thoughts' and feelings 

as he/she experiences them. 

♦ 4. "Check out" your understanding by verbally and 

nonverbally reflecting back to the speaker the 
essential ideas and feelings the speaker has expressed. 

5. Encourage further verbalization; support the speaker's 
ideas and feelings by providing additional information 
which you feel helps clarify the speaker's ideas and 
feelings. 

6. The following phrases may help you get started with 
the reflective response technique: 

What you seem to be saying is . . . 

I think you're saying . . . 

7. When sharing your own personal perceptions, use the 
"I Rule." Talk in terms of yourself; personalizing 
your conversation with yourself. The following phases 
may help: 

I feel . . . 

It is my opinion . . . 

I believe . . . 

To me it is . . . 

For myself . . . 

I think . . . 
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ACT IVE LISTENING 



One of the most important skills in getting to know another person is 
listening. In order to get a check on your ability to understand what 
yotir partner i« communicating, the two of you should use the Reflective 
Response Technique. 

Decide which one of you will speak first. 

The first speaker is to carry on and complete the following item 
in two or three sentences: 

When I think about the future, I see myself . . . 

The second speaker repeats in his/her own words the statement that 
the first speaker has just said. The first speaker must be satisfied 
that he/she has been heard accurately. 

The second speaker then completes the item in two or three sentences. 
The first speaker paraphrases what the second speaker just said, to 
the satisfaction of the second speaker. 



At this point discuss with your partner what you have learned about 
yourself as a listener. From here on it is important that both of 
you try to listen and understand one another as fully as possible. 
If at any point either of you feels this is not happening, you should 
stop. Try to determine why you hav^ stopped communicating, discuss 
the situation as fully as possible and then continue. 



1. I am happiest when . . . 

2. When I am alone I usually . . . 

3. In large groups I usually . . . 

4. I believe in . . . 

5. The thing that turns me off the most is . . . 

6. I love . . . 

7. The thing that turns me on the most is . . . 



Have a two or three minute discussion about this experience so far. 
Try to cover the following points: 

How well are you listening? 

How open and honest have yob been? 

How eager are you to continue this interchange? 

Are you getting to know each other? 



\ 

8. The emotion I find most difficult to express is . . . 

9. My strongest point is . . , 

10. Expressing feelings makes me feel . . . 

11. My weakest point is . . . 

12. Get ting to know new people is . . . 
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SOME COMMON LISTENING PROBLEMS* 

1. Viewing a .Topic as Uninteresting. 

2. Criticizing a Speaker's Delivery Instead of His Message. 

3. Getting Overs timulated or Emotionally Involved. 

4. Listening Only for Facts. 

5. Preparing to Answer Questions or Points Before Fully Understanding Them. 

6. Wasting the Advantages of Thought Speed Over Speech Speed. 

7. Trying to Outline Everything. 

8. Tolerating or Failing to Adjust to Distractions. 

9 . Faking.^ ten t ion . 

10. Listening Only to What is Easy to Understand. 

11. Allowing Emotionally Laden Words to Interfere with Listening. 

12. Permitting Personal Prejudices or Deep-Seated Convictions to Impair 
Comprehension and Understanding. 

* from Larry L. Barker, Listening Behavior , N. J. : Prentice Hall, 1971. 
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COWNICATION: EFFECTS ON SELF-CONCEPT 



Carolyn M. Del Polito, Ph.D. 



As we examine self-concept theory, four basic propositions emerge which 
focus attention on the importance of our communication with others: 

1. Self-concept (one's total perceptual appraisal of oneself — 
physically, socially, academically, and psychologically) guides 
and directs behavior . 

2. An individual's self-concept can be modified or changed in certain 
social interactions. 

3. Although t^ere are a variety of ways self -concept .develops (e.g., 
labeling dominant behavior patterns, and social comparisons) , 

self -concept develops primarily through interactions (communication) 
with others. 

4. The more influential interactions are those involving significant 
others — those persons who reinforce the individual's perception of 
him/herself. 

Since the Allied Health professional may provide feedback to children and 
youth regarding th4ir skills and abilities through both verbal and nonverbal 
interactions, the Allied Health professional can become a major significant 
person in the development, maintenance, and hopefully enhancement of the 
child's self -concept. The Allied Health professional's role in health care 
delivery becomes BASIC to how children and youth perceive themselves and 
their disability, which in turn is BASIC to their behavior in other aspects 
of their lives. 

# 

We need to make certaitt*we help ENHANCE the child's self-concept , realizing 
that an enhanced self-concept in NOT an inflated view of oneself, but rather 
a realistic^ perception of one's strengths and weaknesses, and an acceptance 
of that perception. 

The guidelines which follow should be considered by the Allied Health profes- 
sional in his/her interactions with children and youth with handicapping 
conditions to enhance their self -concepts. 



SELF- CONCEPT ENHANCEMENT AND COMMUNI CATI ON 



Carolyn M. Del Polito, Ph.D. 



Health Provider Guidelines 



1. Facilitate client-centered case management . Actively assist children 
and youth to see themselves as planning, purposing, choosing individuals, 
responsible and accountable. Children can grow,* flourish, and develop 
much more readily when the significant person "projects an inherent 
trust and belief in their capacity to become what they have potential 

to become" (Hamachek, 1971, p. 202). 

2. Help children and youth identify their own particular needs, interests , 
and concerns; help maximize success . Not all children will be motivated 
in the same way or interested in the same things; health provider needs 
to make success more available in more different ways. 

♦3. Personlize your interactions . Appear sincere, uncalculating, and attuned 
/ to disabled youngsters as individuals. 

'v 

4. Provide the youngster with flexible, yet definite goals for success . 
When limits are clear, the individual learns to rely on his/her own 
judgements and interpretations of events and consequences. This is 
particularly important for the highly anxious child who requires a 
structured situation in which to operate. 

5. Highlight the child's specific strengths^ assests, and skills to aid 
the individual in sorting out his/her own strengths and weaknesses. 
The child needs to know his/her own capabilities in order to gauge 
the probility of success. 

6. Alleviate ambiguity, disrepect, and rejection in your interactions with 
children and youth . 

7. Maintain an atmosphere of warmth and acceptance . The more positive 
the child's perceptions of your feelings toward them, the more positive 
their self-image, the better their achievement, and the more desirable 
their behavior. 

8. Praise yourself . Recognize and acknowledge your own strong points in 
the presence of your clients. Your recognition of your own strong 
points will provide an impetus for your clients to praise themselves. 

9. Do not prejudge your clients. Be honest and accurate in your evaluations , 
while avoiding comparisons with peers . Your expectations for a per- 
formance is a significant determinant of how the child actually responds. 
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10. Personalize evaluative comments, giving encouragement to clients . 
Evaluation, whether verbal or nonverbal, which is more personal, in 
which the evaluator appears to take into consideration every action, 
attends to subtleties in behavior and modifies his/her appraisal 
accordingly, should have a greater impact on the child's self -concept . 

11. Provide children with a continuous, long term exposure to a pa rticular 
appraisal . From a credible and personalistic source, it should have 
profound effects on self-concept. 

12. Provide experiences for.fach client to receive acceptance from peers 
whenever possible. 

13. Provide experiences for clients to praise others . Persons with high 
self-esteem show greater acceptance of others. 

14. H^lp children to evaluate themselves realistically . Evaluation should 
be based on the child's comparison of his/her actual performance with 
his/her own personal standards. 

15. Urge clients to concentrate on improvement, rather* than perf ection. 

16. Provide experiences for children and youth to praise themselves . 
Self-accepting individuals tend to *ave higher self -concepts . Positive 
self-evaluation in the form of verbal reinforcements is positively 
related to self-concspt . 
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SELF-CONCEPT ENHANCEMENT* 



General Guidelines 



To facilitate growth and learning through self-concept enhancement, 
we' must: ' 

1, Understand that we communicate what we are, not just what we say. 

We communicate our own self-concepts far more of ten. than we communi- 
cate information (subject matter), . 

2, Understand that anything we do or say could significantly change 
an individual's attitude about himself /herself for better or for 
worse. We must understand the implications of our role as persons 
who are important or "significant" to others if we are to utilize 
that role properly, 

3, Understand that individuals behave in terms of what seems to be true 
which means many times coihmunication occurs, not according to what 
the facts are, but according to how they are perceived , 

4, Be willing to deal with what a message means to different people. 
In the truest sense of the word, we must be willing to deal with 
the interpretation of a subject as we are to deal with the infor- 
mation about it, 

5, Understand that we are not likely to get results simply by telling 
someone he/she is worthy. Rather, we imply it through trust and 
the establishment of an atmosphere of mutual respect. One good 
way to start is to take time tio listen to what others have to say 
and to uie their ideas when possible, 

6, • Understand that behavior which is distant, cold, and rejecting is 

far less likely to enhance self-concept, than behavior which is warm 
accepting, and discriminating, 

7, ' Be willing to be flexible in your communication with others. 



* Adapted from — D, Mamachek, Encounters with the Self , N,Y,: 
Holt, Rinehart & Winston, 1971, 



miT IV: COMMUNICATION 
RESOURCES 



Effective Communication Strategies from Action Through Advocacy > 
, Research and Training Center in Mental Retardation, Texas 
Tech University, 1980. 

Tips for the Allied Health Professional Interacting with Handicapped 
Children and Youth. 

The Practices of a Good Listener. 

Bridging the Parent/Professional Communication Gap - adapted from 
"HowToGet Services by Being Assertive" by the Coordinating 
Council for Handicapped Children. 

Collaborative Problem Solving Planning for Children with Developmental 
Problems, by Mark N. Ozer. 

Assessing Parental Capabilities, from The Physician & Mental Health 
of the Child , by the AMA, 1979, 

/ 

Children and Family Assessment: The Family Inventory, from The 
Physician & Mental Health of the Child , by AMA, 1979. 

Perception of Self and Others 
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Listener Responses 



Immediately after the average person has heard 
someone speak, he or she remembers only 
about half of what was said. Instead of focusing 
our attention on the speaker, we allow our 
thoughts to wander, and sometimes they never 
return to the conversation. How many times 
have you missed a speaker's message because 
you were mentally planning a trip or making a 
shopping list instead of listening? 

You can improve your listening habits by 
developing a few basic skills. One essential skill 
is the ability to block out distractions. You must 
be able to concentrate on the ideas being 
presented in spite of background noise, 
uncomfortable seating, or preoccupation with 
your own thoughts. 

Good listening requires much more than 
passively letting sound waves enter your ears. 
You must be as actively involved as the speaker. 
While you listen, try to identify the speaker's 
main ideas and decide which are most 
important. Compare the speaker's iattitudes and 
opinions with your own. Select the points whioh 
you feel are worth remembering and then try to 
relate them to your own experience. 

The response you give to a speaker determines 
whether your communication continues. Some 
responses, even when the responder means 
well, cut off further communication. Such 
responses include evaluation ("You 
should . . "You are wrong . . ."), advice ("Why 
don't you . . ."), direction ("You have to . . ."), ^ 
moralizing ("You ought to . . ."), criticism ("If - 
you had only . . ."), analysis ("What you need 
is . . ."), and one-upmanship ("You think your 
problem is bad, you should hear about mine"). 
These evaluating and criticizing responses make 
people defensive and resistant to sharing more. 
The advising and directing responses cut off 
communication by "solving" and thereby ending 
the problem. They also prevent the speaker from 
working out his or her own problem through 
further talking. 

There are basically five ways you can respond to 
a speaker if your goals are to understand and to 
encourage the speaker to continue. 

1. Passive listening 

Passive listening simply lets the speaker 
know you are still "with" him or her. Several 



nonverbal signals will encourage the 
speaker to continue— nodding your head, 
smiling, and leaning forward. Typical verbal 
responses used to show you are paying 
attention include "I see," "really," "yes," 
and "mm-hmm." 

2. Paraphrasing 

Paraphrasing is one way to check your 
understanding of the speaker's ideas. 
Restate what the speaker has said, using 
your own words. This is most appropriate 
when the speaker pauses and is waiting for 
you to comment. For example: 

Speaker: No matter what I do, my teacher 
puts me down. I guess I can't do 
anything right! 

Listener: Am I getting this right? You're 
beginhing to feel like a failure 
because nothing you do seems to 
please your teacher. 

3. Echoing 

When the speaker clearly describes an 
emotion, restate the idea using the 
speaker's own words. 

Speaker: I feel scared when I meet new 
people. Everyone stares at me. 

Listener: You feel scared when you meet 
people and they stare at you. 

4. Dialogue sustaining 

If a speaker seems to need reassurance that 
you are interested, try a response such as, 
"I'd like to hear about that." When you need 
more information, dialogue sustaining 
responses such as, "I'd like to know more 
about that," and saying "and" or "but" with 
a questioning inflection may encourage the 
speaker to continue talking. 

Speaker: I was planning to get a job . . . 

Listener: But? 

Speaker: But my mother says she doesn't 
have time to take me to work and I 
can't drive. 

5. Activs listening 

Active listening Is providing feedback on the 
emotion the speaker seems to be 
experiencing. Your feedback helps the 
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person to get in touch with his or her 
feelings and then to work out solutions 
independently. Your feedback should be on 
the same emotional level as the speaker's 
original statement. Some lead-in phrases 
you can use are: "You seem to feel really 



Speaker: Everybody tells me what td do! I 
wish just once I could do what I 
want to. 

'Listener: I gather you're pretty irritated right 



Active listening takes time (it would be 
quicker to evaluate the speaker's feefings 
and give advice). So don't use it unless you 
really want to help the person and are 
willing to take the time. Active listening also 
means accepting the speaker's feelings 
without moralizing or trying to change the 
person. 

These responses show a speaker that you ar3 
listening. Consciously using these responses 
also helps you pay attention to the 
conversation. 

TIPS 

1. Block out distractions. 

2. Think while you listen. Identify the speaker's 
most important points and relate them to 
your own ideas and experiences. 

3. Suspend your judgment for a while and try 
to understand the speaker's point of view. ^ 

4. Resist evaluating, criticizing, giving 
solutions, or moralizing. 

5. Use one of the five positive listener 
responses: 

passive listening 

paraphrasing 

echoing 

dialogue sustaining 
active listening 



sort of 
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"Kind of makes you feel 
and "It sounds as if you feel 
right now." 



now. 
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Effective Communication 
Strategies 



Your effectiveness as an advocate depends 
largely on your ability to communicate, that is, 
to send and receive messages accurately. You 
must be able to communicate first of all with 
your protege or client. Since you are supposed 
to represent his or her interests as though they 
were your own, you need to be able to determine 
what those interests are. Some developmentally 
disabled people have communication handicaps, 
such as hearing or vision impairments or limited 
intelligence, and you may need special 
techniques to help them express themselves 
and to understand them. You also must be able 
to communicate with the people, such as 
teachers, service providers, and administrators, 
who have the power to make the necessary 
changes for your client or protege. 

Good communication involves more than just 
talking. It depends on verbal and nonverbal 
factors, such as voice quality, pronunciation, 
vocabulary, grammar, gestures, facial 
expression, interpersonal skills, and attitudes. 
You can improve your communication skills by 
becoming aware of some of the techniques of 
effective communication. 

Interpersonal skills 

A good relationship between two people 
increases the chance for communication. You 
listen better if you care about the person who is 
speaking; also, you are inclined to be open and 
honest if a listener is responding with respect 
and understanding. When you let the other 
person know that you think he or she is a 
worthwhile person, you create trust. Thus, your 
attitudes about another person affect how well 
you communicate. Whether your relationship is 
personal or professional, communication is 
more likely to take place if you relate to the 
other person with empathy, respect, and 
authenticity. 

Empathy 

Empathy is recognizing another person's 
feelings. This is different from sympathy, which 
is compassion or condolence. Empathy, in 
effect, is saying, "I may not feel the same way, 
but I do recognize how you feel.'' Being , 
empathetic is not enough; you must be able to 



convey your understanding. Here are some ways 
that you can communicate empathy. 

Before you begin to understand how someone 
feels, you must give him or her your undivided 
attention. When your protege or client is telling 
you something, don't let personal problems or 
irrelevant thoughts distract you. 

You can communicate your attentiveness and 
coiicern through your nonverbal behavior. Face 
the person directly, lean slightly forward, and 
look at the person's eyes. 

Responses such as "Yes," "I see," or "mm- 
hmrp'' or nodding your head and smiling will 
encourage a person to continue talking. Silence 
may be interpreted as indifference or 
disapproval. Respond frequently and honestly. 
Don't say "I see" when you don't really 
understand. To check your understanding, 
paraphrase what the person has said and 
preface it with a question such as, ''Do I have 
this right?" 

Respect 

Respect, the second crucial ingredient in a good 
relationship, is the unconditional acceptance of 
another person's behavior, beliefs, opinions, and 
feelings. This Is a "no strings attached" 
attitude; your continued regard is not based on 
the person meeting your standards of behavior 
or beliefs. Acceptance is not the same as 
agreement. You can disagree with someone and 
still accept that person's right to his or her own 
opinions. 

Being accepting Is sometimes hard to do. Most 
of us have prejudices, whether we are aware of 
them or not. You don't have to condone a 
person's lifestyle, beliefs or behavior, but you 
should respect his or her right to choose how to 
think and act. 

You can show respect by following the 
guidelines for communicating empathy. People ' 
will feel respected if you listen attentively and 
check your understanding by asking questions. 
Avoid arguing, trying to prove that only your 
ideas are right, and jumping to conclusions 
before you have enough information. 

Showing respect also requires a nonjudgmental 
attitude. Criticisms such as "Why 
don't you act your age?" and "That's not the 
way you're supposed to behave" will usually 
only cause resentment. Your protege or client 
will feel accepted and understood if instead of 



From: Action Through Advocacy, ResearcK mmd Training Center in Mental Retardation , 



Texas Tech University, 1980. 
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saying, '•You shouldn't feel that way," you say, 
"I can see why you might be angry. Maybe we 
can think of some things you can do to help the 
situation." 

You can convey respect verbally, but if you are 
not sincere, your nonverbal behavior can convey 
your disapproval, embarrassment, repulsion, or 
insincerity. Nervous fidgeting, blushing, 
frowning, avoiding eye contact, staring, or 
moving away from the person will make your 
true feelings obvious. Nonverbal behavior that 
shows acceptance and warmth includes smiling, 
touching, moving closer, eye contact, and 
relaxed body posture. 

Acknowledging your protege's or client's 
strengths and abilities also shows respect. Your 
relationship should be a partnership with each 
of you contributing equally. Patronizing or 
dominating your protege undermines this 
relationship. Common forms of patronizing 
include insincere praise, excessive sympathy, 
giving unwanted advice, or insisting on doing 
things for a person that he or she is capable of 
doing. The dominant "I know what's best for 
you" attitude is communicated by frequent 
interruptions, arguments, lectures, and changes 
of the subject. If all of your communication is to 
provide solutions and advice and to impose your 
own ideas, you belittle your protege's ability to 
accept responsibility. Your respect motivates 
your protege or client to seek answers to his or 
her own problems. 

Authenticity 

Being authentic means being natural, open, and 
nondefensive. However, it does not mean that 
you reveal all of your thoughts and feelings ah 
of the time; those you do choose to express 
must be genuine. Sharing positive feelings with 
your protege is almost always appropriate, but 
revealing feelings of anger, disgust, and 
frustration requires a high degree of trust in 
your relationship. When you feel it is necessary 
and appropriate to discuss your negative 
emotions, phrase them tactfully and in a way 
that does not blame or criticize your protege: 

"When you did this, I felt . Did you 

realize that was how I felt?" 

Relating your personal experiences, when they 
are relevant to your protege's problem, is 
another way to communicate authentically. For 
example, when your protege is having trouble at 
work, you might respond, "I remember how 



uncomfortable I felt when my boss and I had a 
disagreement." Then go on to explain the 
incident. Share information about your 
experiences sparingly and only when relevant to 
your protege's needs, or it may seem that you 
are tryln& to impress your protege with your own 
accomplishments. 

Discrepancies between your verbal and 
nonverbal behavior may reveal a lack of 
authenticity. If your conversation is all pleasant 
and positive, but you tap your fingers on the 
table, wear a forced smile, and fidget, people 
will perceive you as dishonest and insincere. 
Body language can be effective in conveying 
your genuine care and concern. A pat on the 
back, a hug, or shaking hands may be an 
appropriate way to express your feelings if 
physical contact does not make your protege 
uncomfortable. 

TIPS 

1. Pay attention to your protege or client or to 
anyone else with whom you are interacting. 

2. Check your understanding of what a person 
is saying. 

3. Accept the other person's right to his or her 
own feelings and beliefs. 

4. Acknowledge your projtege's or client's 
strengths. 

5. Share positive feelings. 

6. Be honest. 
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Nonverbal Conrimunication 



As we interact with others, we constantly send 
nonverbal messages through our body 
movements, facial expressions, and gestures. 
The ability to ^end these nonverbal signals Is 
Innate, but nonverbal communication is also a 
skill that can be Improved through practice. 

Personal space 

One of the nonverbal ways we communicate our 
relationship to people is by the distance we 
keep between us. We each have an invisible 
personal territory surrounding us, called 
personal space. The boundaries of your personal 
space contract and expand depending on your 
emotions, the activity you are involved in, 
your cultural background, and whether the 
relationship is intimate, personal, social, or 
public. Most of your daily communication 
occurs in the personal and social zones. During 
conversation, people usually maintain a 
personal distance of two and a half to four feet. 
At social gatherings, the appropriate distance 
for conversation increases to four to seven feet. 

People are very disturbed by intrusions into their 
personal space. If someone gets too close to 
you, you feel nervous and uncomfortable. You 
may try to move away but when that is not 
possible you tense your muscles and possibly 
turn your head away. As a last resort, you may 
try to protect your space by placing an object 
such as a purse or a briefcase between you and 
the other person. 

Eye contact 

Eye contact is also an important nonverbal 
signal. When two people look at each other and 
smile or nod, this is usually understood to be a 
joint agreement to begin a conversation. As a 
good listener, you look at the other person's 
face, especially the eyes; looking away indicates 
that you are ready to end the conversation. The 
amount of eye contact you use can 
communicate emotions and attitudes. Avoiding 
eye contact conveys shame, embarrassment, 
anxiety, or a lack of confidence. The more eye 
contact you have, the more likely the other 
person will be to see you as friendly, mature, 
and sincere. However, this is only true up to the 
point where a normal gaze becomes a stare. 
Staring may make the other person feel nervous 



and defensive because it is seen as a sign of 
contempt or disapproval. To stare at someone is 
equivalent to saying, "I'm better than you" or "I 
don't approve of what you're doing." 

A word of caution about interpreting eye 
contact: the rules for appropriate eye contact 
vary with sex, class, age, and culture. So, when 
another person avoids looking at you, for 
example, he or she may actually be frightened, 
embarrassed, depressed, or nervous or may 
simply belong to an ethnic group with different 
visual customs. For example, black children are 
taught to lower their eyes as a sign of respect 
for teachers and ministers. 

Gestures 

We use many different kinds of body 
movements to support our verbal 
communication. Some of these movements are 
conventional gestures such as a head nod for 
"yes." Other movements are unique to an 
individual or a situation (for example, a 
fraternity's secret handshake). Body movements 
serve two basic purposes for communication: 
they help to clarify the speaker's ideas or they 
express emotions and attitudes. Descriptive 
gestures help to Illustrate objects or actions 
that are difficult to explain with words alone. 
You might use descriptive gestures to 
demonstrate how to kick a football, how to hold 
a baby, or how to eat with chopsticks. Gestures 
might also help you to tell someone how long 
the fish was that got away, how tall a basketball 
player is, or how you narrowly avoided an 
accident. 

Most gestures associated with emotion are 
spontaneous and are not primarily intended to 
communicate. When you are tense, you may run 
your fingers through your hair, clutch the arms 
of the chair, play with an object, or move about 
aimlessly. Some gestural messages about 
emotion are sent deliberately— clapping to show 
approval or shaking your fist in anger. 

Condescending gestures—such as patting the 
head of a mentally retarded adult— will damage 
a relationship. 

Touching 

Touching is another way we use our bodies to 
communicate. Greetings, farewells, and 
congratulations usually include physical 
contact. Touch may also be used to attract 
someone's attention so that you can begin a 
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conversation. Society defines the type of 
touching which is appropriate to a particular 
situation. For exannple, your culture nnay require 
you to greet sonneone by shaking hands, rubbing 
each other's noses, kissing, or ennbracing. Even 
though you are linnited by cultural rules of 
behavior, you can still convey personal attitudes 
through touch. Usually, you initiate nnore body 
contact when you like a person and feel 
comfortable with hinn or her. People tolerate 
different announts of touching, however, so be 
sure that you are not Intruding into the other 
Individual's personal space. Touching can be an 
effective way to connnnunlcate positive feelings 
If you are sincere and the contact does not 
nnake either person unconnfortable. 

Facial expression 

Perhaps the nnost innportant and the nnost 
carefully controlled nonverbal signal is facial 
expression. The face can display a world of 
ennotions— happiness, anger, surprise, sadness, 
fear, disgust. Appropriate facial expressions can 
help you convey your ideas and attitudes more 
accurately than words alone. Yet, most of us 
have been taught not to show our feelings, 
especially If they are negative, so we adopt a 
deadpan facial expression. Expressing extreme 
rage may not be helpful, but it is certainly less 
confusing for your listener If you let your face 
show a degree of irritation rather than smiling 
while the rest of your body signals tension and 
anger. 



Summary 

Your ability to send and receive nonverbal 
messages accurately can be a positive asset .In 
your relationships with other people. You are 
communicating all the time, even when you are 
not actually talking. 

TIPS 

1. Keep the distance between you and the 
listener appropriate to the relationship and 
situation. 

2. Maintain casual and warm eye contact 
without staring. 

3. Use gestures and facial expressions that are 
consistent with your meaning and feelings. 

4. Use handshakes, pats on the back, and hugs 
to reinforce positive feelings when you and 
another person feel comfortable with these 
contacts. 

5. Interpret a handicapped person's nonverbal 
language cautiously. 



Nonverbal language of handicapped people 

Handicapped people send nonverbal messages, 
as well as receive them. Physical or mental 
disabilities, or a lack of experience, may prevent 
people from displaying socially acceptable 
nonverbal signals, especially those which are 
used to convey liking. Their body language may 
give the Impression that they are bored. 
Indifferent, or even hostile. Misinterpreting these 
unintentional and sometimes peculiar behaviors 
may affect the way you react to handicapped 
people. Appearance and behavior may conflict 
in a puzzling way. When a person's appearance 
sends the message, "This is an adult," we 
unconsciously expect adult behavior and we 
may be frustrated when the person doesn't meet 
this expectation. 
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Communicating with a Mentally 
Retarded Person 



The effects of mental retardation on speech and 
language development may be so mild that the 
person has no speech problems or only minor 
articulation errors; or the effects may be so 
severe that the person will never develop 
functional speech. 

Some people who lack expressive language 
(ability to speak, write, or gesture) have 
receptive language (ability^to understand what is 
said to them). 

Assess your protege's or clienVs verbal skills 
with an open mind. If the person has normal 
skills, you may not need to adjust your usual 
communication style. But if there are 
limitations, you must make extra efforts so that 
the protege will understand the issue and so 
that you will understand his or her point of view. 

To avoid simply imposing your views on a 
retarded person, you need to take the time to 
explain and to listen. 

Work with the person's parents, teachers, and 
social workers, and with the advocacy staff for 
suggestions on effective methods of 
communication. Being consistent with others 
who interact with the person will help him or her 
learn. 

Some mentally retarded people have 
communication problems because their 
environments are limited. You will help them 
gain language ability and social interaction 
skills by letting them experience many normal 
activities. 

tips 

1. Try to keep your surroundings free from 
distractions. Remove any unnecessary 
objects in the area and keep background 
noise to a minimum. For example, turn off 
the radio and shut the window to reduce 
street sounds. 

If the person is too distracted by things 
happening in the room, you may need to 
move to anpther room or change location 
within ihe room. For example, in a busy 
coffea shop you might move to an isolated 
corner or sit with your backs to the activity. 



2. Establish eye contact before you begin to 
speak, and maintain it as long as possible. 

Say the person's name often. 

Touch the person lightly on the arm or 
shoulder when you seem to be losing his or 
her attention. It may be necessary to move 
the face of a severely mentally retarded or 
highly distractible person toward you. 

3. Speak expressively with appropriate 
gestures, facial expressions, and body 
movements. These nonverbal cues add 
information that make your ideas easier to 
understand. For example, when you say, 
"Let's go eat," to a person with a limited 
understanding of speech, you might gesture 
spooning food into your mouth. 

4. Communicating with a person who does not 
have expressive language and who does not 
seem to respond to what you say requires 
frequent sensory cues. For example, mimic 
the activity you are talking about with 
gestures, physically move the person's 
hands, head, or feet to perform the activity 
you are describing, and try to get eye 
contact. Touch, hug, and pat in order to 
guide and affirm, combining these cues with 
the appropriate verbal comments. Resist 
your impulse to stop talking. Even if there is 
no apparent response, hearing your speech 
is good training for the retarded person. 

5. Speak slowly and clearly, but don't 
exaggerate the infleciion or tone of your 
voice. Exaggerations call attention to 
themselves rather than to what you are 
saying and are distracting and confusing. 

6. Speak In "here and now'* concrete terms. 
Give specific examples and demonstrate 
whenever possible. Instead of saying, "It's 
time to clean up'* say, "Wash your hands in 
the bathroom now." Refer to "chair" instead 
of "furniture"; "apple*' instead of "fruit"; 
"Mrs. Smith" instead of "your teacher." 

7. Emphasize key words. For example, say, 
"Please bring me the blue glass." 

Repeat important statements, and use 
different words if the listener does not 
understand. 
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8. Be positive in giving directions. Instead of 
saying ''Don't kick," say, 'M'd like you to 
keep your feet on the floor." In this way you 
give the person a goal rather than calling 
attention to (and possibly reinforcing) 
inappropriate behavior. 

9. Give directions immediately before the 
activity to be performed and avoid lists of 
things to do. If you say before you go into a 
restaurant, "When we get in the restaurant, 
you will first need to wash your hands, then 
come back to the table and unfold your 
napkin . . .," the retarded person may not 
remember and act on these directions 
without prompting. Instead, give the 
directions one at a time when you want the 
task performed. 

10. Check frequently to be sure the person is 
understanding. It is pointless to ask, "Do 
you understand?" Instead, ask the person to 
repeat what you have said or ask a question 
that requires a specific answer, such as, 
"What are you supposed to do tomorrow?" 

11,, Ask open-ended and either-or questions 
rather than questions that can be answered 
with yes or no. Retarded people have a 
tendency to say yes when given a choice of 
yes or no, so such a response does not 
necessarily give you the right information. 
Instead, let the person describe a situation 
or give a choice of answers neither of which 
is obviously the right one. Be sure the 
alternatives yoi^ give cover all the possible 
situations. 

Examples 

yes-no question 

Did the man bite your arm? 
(the response will likely be yes) 

open-ended question 

Tell me what happened this morning, 
(the person must describe the situation) 

either-or questions 

Did this problem happen today or 
yesterday? 

Are you talking about a man or a woman? 

(neither alternative Is obviously better; 
therefore the choice the person makes 
is likely to be accurate) 



12. Don't pretend to understand. It is better to 
ask the person to repeat what he or she has 
said several times than to agree with 
something you don't understand. (You may 
be unpleasantly surprised when you find out 
what you have agreed to!) Say, "Tell me 
again." If you don't get a completely 
understandable answer, build from a 
particular point you can confirm. For 
example, ask, "Am I getting this right? This 
morning someone bit your arm." 

13. Smile, nod, and lean forward while the 
speaker is talking. These signs that you are 
interested encourage the person to 
continue. 

14. Be prepared to wait. The person with mental 
retardation may function slowly. Do not 
anticipate the speaker's response and finish 
sentences for him or her. Sometimes 
suggesting a key word the speaker is having 
trouble with will help the speaker keep 
going, but retarded people need to gain 
experience and confidence in their own 
speech. 

15. When you note signs of fatigue, irritability, 
or disinterest, it is a good idea to change 
activities, slow down, make the task simpler, 
or take a break. One such sign Is Increased 
distractibility. Another sign is continued 
repetition of a response when it Is no longer 
appropriate (for example, "want to go 
home," "time to go home," "want to go 
home"). 

16. Don't give a choice If you are not sincere. 
For example, don't say, "Would you like to 
come with me?" if the person must go with 
you. Instead say, "Let's go back to the 
cottage now." Giving choices when there 
are real options is good, though, because it 
reinforces decision-making. For example, 
say, "Would you like to come with me or 
would you like to stay at school?" 

17. Sometimes the speech or behavior of a 
retarded person will be bizarre or otherwise 
inappropriate. The reason may be either lack 
of information and social skills or desire to 
get attention. How you respond wifl depend 
in part on the reason. 
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It is important to correct inappropriate 
speech or behavior resulting from lack of 
information. If you don*t correct it you are 
essentially giving your approval and 
increasing the likelihood that it will happen 
again. For example, if a retarded person on 
a public bus begins to pat a stranger, try to 
divert the retarded person's attention and 
break the chain of events. You might do this 
by saying, "Please bring me my purse." 
Then explain with empathy and with regard 
for the person's self-esteem what the 
appropriate behavior is. For example, say, 
"That little girl you were touching is pretty, 
isn't she? But people don't touch each other 
until they are good friends. See how all the 
• other people on the bus are holding their 
hands in their laps.*' 

If the inappropriate behavior or speech is 
attention-getting, ignore it and direct the 
person to an appropriate topic or task. You 
might walk away, continue with what you 
are doing, repeat what you have been 
asking, or ask the person to do something 
that will interrupt the behavior or speech. 

Give the person abundant attention when he 
or she behaves and speaks appropriately to 
diminish the need for negative attention. 

18. Treat adults with mental retardation as 
adults, not as children. Use their proper 
names, and show respect when you 
introduce them to others. Consider the 
varying degrees of respect conveyed by the 
following introductions: 

'This is Billy. He's retarded." 

•This is Billy." 

"I'd like you to meet Bill Brown." 

When you praise an adult, do it 
appropriately. '*You did a fine job" is 
certainty more appropriate for an adult than 
'That's a good boy." Avoid talking down to 
a retarded adult. 

19. Talk to the mentally retarded person, not 
about him or her. No matter what the 
person's level of understanding, it is rude to 
discuss a person when he or she is present. 



Communicating with a Hearing 
Impaired Person 



Although some hearing impaired people 
possess adequate speech for basic social 
expression, those with profound hearing losses 
often do not learn to speak intelligibly. Thus, 
many deaf persons use written or manual 
communication as a supplement to or substitute 
for speech. 

The term manual communication refers to 
several systems in which hand or body 
movements represent ideas, objects, actions, 
etc. If an idea cannot be expressed through 
manual signs, it is fingerspelled. Fingerspelling 
consists of twenty-six handshapes that 
correspond to the twenty-six letters of the 
Roman alphabet. Fingerspelling differs from 
sign language, which uses hand movements for 
words and phrases rather than single letters. To 
aid them in understanding the speech of others, 
hearing impaired people may rely on visible 
speech cues, facial expressions, and gestures, 
as well as the language and situational context. 
This method of using vision to partially 
compensate for hearing loss is called 
speechreading (formerly called lipreading). 

Whatever special communication techniques 
your protege or client employs, there are several 
things you can do'to make your communication 
more effective. 

TIPS 

1. The room should be sufficiently quiet to 
permit your voice to be heard with little 
difficulty. If there is background noise, such 
as footsteps, conversatioVial babble, traffic 
rumbling by, loud heating and codling units, 
minimize it as much as possible (close 
windows,-turn off furnaces, move to a 
quieter room). Background noise may 
prevent the hearing impaired person from 
using residual hearing. Echo is less of a 
problem in small rooms and in rooms with ^ 
carpet and drapery. 

2. Position yourself directly in front of the 
person to whom you are speaking, rather 
than behind or to the side of him or her. 
Keep the distance between you as small as 
possible. Speechreading is easiest at five 
feet or less. 
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3. Try not to stand in front of a light source (for 
example, a window). Light behind you may 
throw shadows on your face and distort the 
normal movements of your moutK. Th^ light 
should shine on your face rather than in the 
eyes of the person attempting to understand 
you. 

4. Establish eye contact before you begin to 
speak. You may need to attract your 
listener's at^tention with a light touch on the 
arm or shoulder. 

5. Provide a clear view of your face. Avoid 
actions which hide your mouth and reduce 
the accuracy of speechreading: resting your 
head on your hand, turning j^pijir head, 
waving your hands, smoking, chewing, and 
holding things in front of your face. Certain 
physical features can also affect 
speechreading. A moustache or beard may 

• hinder speechreading by palrtially obscuring 
the mouth; lipstick may define the lips and 
enhance speechreading. 

6. Speak clearly but naturally. Use your normal 
speed and loudness level unless asked to 
change. Speakers sometimes use a very 
slow rate, exaggerate their mouth 
movements, or shout, hoping to improve 
understanding. Actually, these efforts are 
more confusing than helpful, 

7. Speak expressively; use gestures, facial 
expression, and body movements to convey 
mood and feeling. Deaf persons may 
misunderstand figures of speech (''the foot 
of a mountain"), puns, and sarcasm because 
they cannot hear the accompanying 

. variations in tone, inflection, and stress. 
Thus, shrugging your shoulders, raising your 
eyebrows, or shaking your fist may relay an 
idea more accurately than words alone. 
Av'-'d exaggerated gestures, however, 
bbcause these distract the attention of the 
speechreader from the basic point of 
^ocus— the face. 

8. Use short, simple, complete sentences. 
Keep your language precise and concrete, 
rather than abstract. A general term such as 
*'food" is mgre abstract than the word 
''apple," which refers to a specific fruit. 
Abstract words have vague meanings (for ' 
example, "nourishment in solid form"), 
which are difficult for the hearing impaired 



person to grasp. Words which have many 
different meanings, such as 'great," 
"down," and "over," are also 'confusing to 
the hearing impaired individual. 

9. Repeat key words and statements and avoid 
changing the subject abruptly. Check 

' comprehension frequently by asking 
questions or asking the listener to repeat 
what you have said. Deaf persons may 
pretend to understand when they do not 
(just as many hearing people do). When a 
hearing impaired person joins ^ group, make 
sure he or she knows the subject being 
talked about. 

10. When a hearing impaired individual has 
difficulty understanding an important point, 
rephrase the idea rather than repeat the 
same words. Only one third of English 
sounds are visible to the speechreader. 
Words such as "king" and "her" cannot be 
speechread because they contain sounds 
which are produced by hidden movements 
inside the mouth. Many of the sounds which 
are visible are homophenous; that is, they 
look exactly like one or two other sounds. 
Therefore, the words "Pete," "beet," 
"mean," "bead," "bean," and "meat" appear 
the same to the speechreader. 

11. If your listener is able to use some residual 
hearing, you may find it useful to lower your 
pitch somewhat. A high pitched voice 
(usually a woman's voice) is more difficult to 
understand. 

12. Lacking the auditory feedback we use to 
monitor our own voices, the severely hearing 
impaired person may develop speech which 
is excessively loud, high pitched, 
monotonous, breathy, and nasal. If you have 
difficulty understanding a hearing impaired 
speaker, ask an open-ended question (for 
example, "Would you tell me about your 
family?"). A lengthy answer may give you 
time to become accustomed to the person's 
speech and language patterns. When you 
cannot understand a statement, ask the 
person to repeat or elaborate on what he or 
she has said. If this fails, a gestural or 
written mode of communication may be 
more effective than speech. 

13. Do not assume that a deaf person's 
communication problems indicate a lack of 



intelligence. A profound hearing loss 
disrupts language acquisition to such an 
extent that deaf adults rarely have the verbal 
skills of a hearing 1p-year-old child. The 
'most obvious deficits in the language of the 
hearing impaired are a limited vocabulary 
and difficulty with syntax (arranging words 
into sentences). Reasons often cited for 
these problems are a lack of language 
stimulation and the faCt that the syntactic 
rules of American Sign Language are quite 
different from the rules of English. 

14. If you know any sign language, ask the ' 
person with whom you are talking if he or 
she would like for you to use it. Some 
people prefer to communicate through 
speech alone. Even if both of you agree to 
•use signs, you may have difficulty^ 
communicating if you have learned different 
systems. Sign systems currently used in the 
United States include: American Sign 
Language (ASL), Systematic Sign Language, 
Signing Exact English, Seeing Essential 
English, Linguistics of Visual English, 
Signed English, and Manual English. 

15. If your protege or client communicates 
primarily through signs and fingerspelling, 
and you are not familiar with this method, 
an interpreter may be necessary. An 
interpreter simply translates the 
conversation; he or she do6s not think or 
answer for the hearing impaired person. 
When using an interpreter, look at your 
protege or client and carry on the • 
conversation as if talking to a person with 
normal hearing. 

16. Watch for signs of fatigue in your listener. 
Following a conversation requires greater 
effort on the part of a hearing impaired 
individual, and the stress may make him or 
her tired, irritable, and tense. In addition, 
tinnitus, a noise or ringing in the ears, may 
be so annoying that it increases fatigue. 



GUIDELINES FOR HOSPITAL POLICY FOR HEARING IMPAIRED PATIENTS 

I. A central office should be designated to supervise services to deaf patients. This 
office should determine policy for provision of services to deaf patients and staff 
itnowledgeable about services should be available 24 hours a day. This office 
should be responsible for establishing and maintaining a system whereby quali- 
fied sign language and oral interpreters can be obtained on short notice 24 hours 
a day. 

II. The unit to which a deaf patient is admitted should immediately notify the desig- 
nated office when a deaf patient is admitted. 

III. An interpreter, if available within the hospital, should be sent to the patient 
immediately to consult with the patient^as to the patient's preferred method of 
communication, which may include: 

1. Use of qualified sign language and/or oral interpreter; 

2. Lipreading; 

3. Handwrittten notes; 

4. Supplemental hearing devices, or any combination of the above. 

The interpreter should give the patient notice of his/her right to a qualified sign 
language and/or oral interpreter to be provided by the hospital without charge to 
the patient, and to his/her right to a different interpreter if he/she is unable to com- 
municate effectively with the interpreter provided. 

Should no interpreter be available within the hospital the patient should b© given 
notice of these rights in writt§n form (at a reading level no greater than 5th grade 
level), and be given the option of choosing one of the above metho|^ of communi- 
cation. ^ — 

IV. When an interpreter is the preferred method of commuriication, thl|»|nterpreter 
assists in communications between the patient and hospital staff in air$ituations 
where effective communication is necessary to insure that the deaf patient is 
receiving eaual services and equal opportunity to participate in and to benefit 
from hospital services. These situations include, but are not limited to: 

1. Obtaining the patient's medical history; 

2. Obtaining informed consent or permission for treatment; 

3. Diagnosis of the ailment or injury; 

4. Explanations of medical procedures to be used; 

5. Treatment or surgery if the patient is conscious, or to determine if the patient 
is conscious; 

6. Those times the patient is in intensive care or in the recovery room after 
surgery; 

7. Emergency situations that arise; 

8. Explanations of the medications prescribed, how and when they are to be 
taken, and possible side effects; 

9. Assisting at the request of the doctor or other hospital staff; 
10. Discharge of the patient. 
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Friends or relatives of a deaf patient should not be used as interpreters unles§ the 
deaf patient specifically requests that they igterpret. Deaf patients, their friends, 
and their families should be told that a professional interpreter will be engaged 
where needed for effective communication. 

V. The deaf patient should be informed that another interpreter will be obtained if the 
patient is unable to communicate effectively with the assistance of a particular 
interpreter. The hbspital shall obtain another interpreter if the patient indicates 
difficulty comm.unicating with a particular interpreter. 

VI. Any written noticesof rights or services and written conserit forms should be writ- 
ten at no greater than 5th grade reading level for deaf patients. An interpreter 
should be provided to assist if the deaf patient is unable to understand such 
written notices. 

VII. A telecommunications device for the deaf (TDD) should be obtained and used for 
making appointments, fqr giving out information, and in emergency situations. 
Portable TDD's should be available on request for deaf inpatients. , 

Telephone amplifiers should be provided for hearing-impaired patients. All tele- 
phones should be compatible with hearing aids equipped with a telephone coil. 

VIII. Alternative methods to auditory^ntercom systems, paging systems and alarm 
systems should be provided for hearing-impaired patients. 

IX. Ongoing efforts shooTd be made by the hospital to sensitize staff to the special 
needs of deaf patients. 

X. Contact with deaf peopje in the community, organizations for and of the deaf, and 
community agencies serving deaf people should be maintained for assistance in 
developing a list of qualified interpreters and in developing a program of hospital 
services that is responsive to the needs of deaf patients. 

GUIPEUNES FOR DIRECT CARE STAFF 

There are many things individual hospital staff can do to aid in communication 
with a deaf patient, make the patient more comfortable with the hospital enviroh- . 
ment. and thereby give better services to the patient. Common sense combined 
with some basic information about deafness will aid hospital staff in providing 
good health care to deaf patients. It is important to remember that the deaf patient 
is the best resource and^should be consulted as to the preferred mode of 
communication and any problems that arise. The communication barrier between 
deaf and hearing people isolates deaf people and is overcome to the greatest 
extent possible by explaining what is happening and answering any questions the 
pa^ri't might have. 

The importance of using a qualified intf»rpreter to insure effective communication 
cannot be overemphasized. However, tnere may be routine situations (such as 
bringing dinner, checking in, taking temperatures, etc.) where an interpreter is not 
necessary. The following guidelines on working with deaf patients will help 
CQffipensate for the absence of an interpreter when one is not present and wilt 
generally improve the quality of care provided. 

I. Make added efforts in communication to insure the patient understands what is 
» going on. 

inIattonal 
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1 . Allow more time for every communicatlori. Don't rush through what you want 
to say. Repeat yourself using different phrases and be sure you have been 
understood. 

2. Don't exaggerate your lip movements. Speak at a normal rate of speed and 
separate your words. 

3. Don't restrict both arms. Leave the writing free and write and sign. 

4. Make cards or posters of usual questions and responses that can be pointed 
to quickly. 

5. Keep paper and pen handy, but be aware of the wide range of English lan- 
guage fluency and writing skills. 

II. Be sensitive to the visual environment of deaf patients by adjusting lighting and 
using visual rather than auditory cues and reassurances. 

1. Use charts, pictures, or three-dimensional models when explaining informa- 
tion and procedures to deaf patients. 

2. Don't take a deaf patient's glasses away, or leave a deaf patient in total 
darkness. 

3. Avoid having your back to a bright light when communicating, as glare makes 
it difficult to read signs or lips. 

4. Face the patient when speaking and don't cover your face or mouth. 

5. Keep your facial expressions pleasant and unworried. If you look like death is 
around the corner, the patient will be alarmed. 

ill. Alert all staff to the presence and needs of the deaf patient and be sensitive to 
those needs. 

1. Flag the intercom button so that workers will know the patient is deaf and 
requires a personal visit rather than a response over the intercom. 

2. Flag the patient's charts, room, and bed to alert staff to use the appropriate 
means of communication. 

IV. Sensitivity to the special needs of people with hearing aids requires that hospital 
personnel: 

1. Alvvays allow the patient to wear the hearing aid; 

2. Not shout at the patient^ 

3. Make sure that the patient has fully understood what has been said. 
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TIPS ON HEARING AID USE AND CARE: 



1. Hearing aids make sounds louder, they do not make sounds clearer. Don't 
assume that a patient who wears a hearing aid will hear perfectly. The use of a 
Hearing aid does not mean the patient understands speech. 

2. Many people rely on hearing aids for communication and may want to wear the 
aid at all times including during surgery, delivery, and/or in the recovery room. 
Ask the pattern. 

A hearing aid user will adjust the volume of the aid for various situations. In 
some situations a patient may turn the hearing aid off. If adjusting the volume 
setting for a patient, rotate the dial slowly several times. Ask the patient to 
indicate when the level is comfortable. 

Noise may be distracting or bothersome to a hearing aid user. Other noises^n 
the room (such as a radio, television, other conversations) may be louder than 
your voice and may make it difficult for the patient to hear you. Eliminate or 
reduce extraneous sound when talking with a hearing aid user. Warn the 
patient who wears a hearing aid before loud sounds occur. 

5. When talking to a patient who wears a hearing aid be sure your whole face is 
visible to the patient. 

6. Keep the hearing aid available and accessible to the patient at all times, 

7. During long hospital stays establish with. patient and staff a place to keep the 
aid when not in use. 

8. If necessary to remove an aid for a patient turn the aid off before taking the 
earmold out of ear. Likewise, put the earmold in ear and make sure it is 
comfortable before turning the aid on. 

9. Learn how to place an earmold in ear properly. Be sure earmold is in the 
correct ear. 

10. Check to be sure the aid is working properly before putting it on the patient. 

11. Ask the patient what the controls on the hearing aid do and learn the proper 
settings. Check to sea that the aid is set properly before putting it on the 
patient. 

12. Hearing aids should not be exposed to temperatures above 120^ nor to radia- 
tions such as x*ray or diathermy. 

13. Keep the aid dry at all time. 

14. Open the battery case or remove the battery at night. 

15. Insert the battery by matching the + mark on the battery, (see illustration) 

16. Ask the patient to keep a supply of batteries available. Store extra batteries in a 
cool, dry place. 
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17. Remove batteries if aid will not be used for a long period of time. 

18. Never wrap the cord around a body aid. Avoid twisting, knotting, chewing the 
cord. 

19. Ask the patient to keep a spare cord available. 

20: Avoid twisting or puncturing tubing on ear-level aids. 

21. Under no circumstances should the case of the aid be opened. 

22. When necessary, clean the outer case of the hearing aid with slightly 
dampened cloth. 

23. Check earmold routinely to see that canal is free of dirt and wax. 

24. Detach earmold when cleaning is necessary. Clean witK mild soap and water. 
Never use alcohol or cleaning fluid. Make sure earmold is dry before reattach- 
ing it to the aid. 
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CONSIDERATIONS FOR OFFICE MANAGEMENT OF DEAF PATIENTS 



General Communication Tips 

1. When communicating with a deaf patient be sure the patient can see your 
face dnd body. 

2. Get the patient's attention before you begin talking. It may be necessary 
to gently touch the patient. Receptionists should go into the waiting 
room to summon deaf patients personally rather than calling their names. 

3. Arrange lighting so that it is on your face and body, on the Interpreter 
if one is present, and on any written messages or pictures you are 
using. 

/ 

4. Make a conscious effort to use gestures and facial expressions with deaf 
patients. Match .gestures and facial expressions to the message you are 
trying to convey. 

5. Pictures and models can be an effective communication tool for you and 
your deaf patient. Use pictures and models that relate to the message 
you are trying to convey or draw simple pictures and dlagrarns. 

6. Allow the deaf patient to select the preferred mode of communication. 
Be sure you understand the r^ethod of communication the patient requires 
and be prepared to supply that method. 

7. Deaf patients respond to visual information. The frustrations of busy 

or hurried personnel and worried facial expressions may create undue fear, 
anxiety or other negative reactions that can interfere with adequate 
communlcat ion. 

8. Be sure you are understood and tell the patient if you do not understand. 



Tips on Talking With Deaf Patients 

1. Speak clearly, only slightly slow the speed of your speech. Any exaggera- 
tion distorts visible pattern. 

2. Do not shout. Shouting distorts the lip movements and the sound of your 
voice. 

3. Rephrase and repeat. Each time you repeat or substitute other words you 
have another chance at succeeding in communication. 



OFFICE MANAGEMENT 
Page two 



k. Keep pad and pencil within reach of patient at all times. 

5. When interpreting the deaf person's written messages to you look for 
key words and concepts if the grammatical structure is not what you 

' expect . 

6. Rephrase, repeat and ask questions to be sure the patient understands 
your message and you understand the patient's message. 

7. If you cannot understand the written message from a patient contact a 
family member or interpreter. 

I nterpreters 

1. When an interpreter is the preferred mode of communication, the interpreter 
should assist in all situations where effective communication is crucial. 

2. Routine situations may not require an interpreter but in situations such 
as obtaining informed consent or permission for treatment, explanations 
of medication or procedures, and taking a case history require an 
interpreter. 

3. Family or friends may be helpful in some situations but should not be 
expected to serve as interpreter. 

4. Talk directly to the patient not to the interpreter. 

5. You should define terms and provide explanations if the patient does not 
understand, not the interpreter. 

6. The interpreter should interpret everything said as accurately as 
possible including side comments and comments between dental staff. 

Telephone Use 

1. Telecomniuni cat ions devices (TDD's) make telephone use possible for deaf 
people. If your patient has a TDD indicate that on the record and record 
the telephone number. 

2. If your patient does not have a TDD, ask for the name and telephone number 
of a hearing family member or friend. 

3. Many cities have answering services for deaf citizens. Ask your patient 
if such a service Is available in your community. If so, you may contact 
the service by telepftbne and the service operator will in turn contact 
your patient by TDD. 

k. You may find purchase of a TDD for your office beneficial to both you 
and your patient. 



OFFICE MANAGEMENT 
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General Management Tips 

1. A team approach involving the dental staff, parents, teachers, counselors, 
public health nurse, social workers, the patient and/or others may be 
required more frequently with deaf patients to insure continuity of 

care. 

2. To obtain ap accurate understanding of the patient's health history, 
the dental staff may need to consult professionals, fami 1y members as 
wel I as the patient. 

3. Schedule adequate time to establish rapport with the deaf patient and 
to determine preferred communication mode, 

Explain unexpected long waits to deaf patients to ease the tedium of 
the wait and to assure you have not forgotten them. 

5. Explain procedures and alternatives clearly. Schedule appointments to 
insure there is adequate time for explanations. 

6. Explain referrals clearly and indicate reasons. 

7. Explain medications and/or prescriptions to deaf patients and indicate 
possible side effects. 

8. Demonstration of procedures, instruments and equipment may be helpful 
for providing explanation and easing anxiety. 

9. Explain the concept of local anesthesia prior to beginning treatment. 
Explain this procedure by telling the patient you are putting the teeth 
and gums to sleep and that the patient will feel no pain while the dentist 
works. Establish a system for the patient to indicate to you If a 
procedure is painful. 

10. Allow patients to wear hearing aids and g lasses during all procedures, 
including surgery. If it is absolutely necessary to remove glasses, keep 
them wichin reach of the patient. If the patient wears a hearing aid, 
cue the patient prior to sounds such as the drill. 

11. Because of the prevalence of poor oral hygiene among deaf children, 
preventive dentistry should be emphasized. Oral hygiene training will 
require more demonstration and modeling than with other patients. 

12. Some patients are hesitant to report a hearing loss, especially adults 
and older people who are losing their hearing. Learn the symptoms of 
hearing impairment so that you can detect an unreported hearing loss 
and make accommodations for communication. 



OFFICE MANAGEMENT 
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The Deaf Child 

1. Parents of the deaf child may be helpful in conveying information to the 
deaf child, monitoring the child's home oral health care, providing 
information on the child's possible behavior or reaction, and in 
establishing confidence. Watch the parent for tips on communicating 
with the deaf chi Id. 

2. Some parents magnify the implications of deafness and overprotect their 
deaf children. Many do not communicate well with their deaf child. 
Parents should not be used as interpreters if they talk for their 

deaf child or make the child anxious. A sibling, teacher, or 
interpreter may be more appropriate. 

3. Prior to the first appointment with a deaf child (a) obtain a complete 
medical history, (b) meet with a parent to explain what will happen 
and ask the parent for the visit using pictures and other communication 
aids. Provide illustrated brochures and other materials for the parent. 

4. Schedule the appointment so that the deaf child spends as little time 
in the waiting room as possible. It may be helpful to allow the deaf 
child to observe well behaved siblings or friends during dental 
examinations. 

5. Demonstrate procedures and equipment on yourself, an assistant or 
parent. 

6. Allow a parent, sibling or friend to accompany the patient in the 
operatory. Position the child so the person accompanying him can be 
seen. 

7. Talk directly to the patient even if the child watches the interpreter 
or parent most of the time. 

8. Remember the deaf child is a child first. Appropriate modifications in 
delivery of dental services should be made according to the age of the 
child just as with children who are not deaf. Although communication 
may be impaired other developmental milestones should be normal for the 
deaf chi Id. 



Communicating with a Visually 
Impaired Person 



Most people find it obvious that a disability 
which affects speech or hearing will interfere 
seriously with effective communication. The 
effect of a visual impairment, however, may not 
be so obvious, Harold Krents is an attorney who 
was blinded at age 9. Krents, who was the 
inspiration for the play and film, Butterflies Are 
Free, has found that some people speak to 
blind persons as if they were unable to speak or 
hear normally. People may exaggerate their 
pronunciation, shout, or whisper in front of a 
blind person. 



7. We normally judge whether a person is 
paying attention by the amount of eye 
contact used. When speaking to a person 
with a visual handicap, repeat his or her 
name often and ask questions to be sure he 
or she is '*with'' you. 

8. Vision impairment does not necessarily 
mean a lack of intelligence. Be cautious in 
making assumptions and evaluations. 



TIPS 



1. Introduce a blind p^erson just as you would 
anyone else. It is inappropriate and also 
unnecessary to say, for example, "This is 
Jim Jones. Jim is blind." 

2. Use words such as "look" and "see'* 
comfortably. These words are a part of 
English vocabulary and it is unnatural to 
avoid using them. 

3. When approaching a person with a visual 
handicap, always state your name. Unless 
he or she knows you well, do not expect a 
blind person to be able to identify you by 
your voice, especially in noisy surroundings. 

4. Let the person with a visual problem know 
when you are about to leave. Do not walk 
away without saying anything. 

5. If the person you are talking to has some 
limited vision, do not stand with your back 
to a window. The glare may be 
uncomfortable and cause eye fatigue for the 
person who has some vision. 

6. A visually handicapped person may need 
verbal cues to help compensate for the loss 
of information usually obtained from facial 
expressions, gestures, and body movements. 
For example, persons with normal sight 
know when a question is directed toward 
them because the speaker looks at them. A 
blind person may not realize that a question 
is meant for him or her unless you preface it 
with his or her name ("Bob, what is your 
address?"). 



Communicating with a Physically 
Handicapped Person 



The majority of people who have motor damage, 
especially those with cerebral palsy, have mild 
to moderate communication difficulties. 
Damage to the central nervous system may 
interfere with the production of speech sounds 
and with the rhythm and rate of speech. The 
most common characteristics of motor speech 
disorders are imprecise production of consonant 
sounds, slow effortful speech, and difficulty in 
control of pitch and loudness. When muscle 
function is impaired, speech may be 
accompanied by facial distortions, drooling, and 
random body movements. 

These behaviors often distract listeners and 
make them feel uncomfortable; you may have to 
make a conscious effort to pay attention to 
what the speaker is saying. Also, the physical 
tension associated with speaking and the 
difficulty in being understood often discourage 
handicapped people from attempting to 
'communicate; to overcome this reluctance, you 
need to be accepting, relaxed, and interested. 

Severely physically handicapped people may not 
be able to communicate effectively with speech. 
As a supplement to or substitute for speech, 
these people may use one of the more than one 
hundred existing nonspeech systems. These 
nonspeech modes include sign language, 
pantomime, Morse code, communicatloa boards 
(symbols printed on paper, cardboard, plastic, 
Masonite, or plywood), manlpulatable symbols, 
drawn or written symbols, machine-generated 
speech, braille, and adapted electric typewriters. 

The effect of the motor disability itself may be 
Increased by hearing loss, mental retardation, 
defective oral sensation, seizures, perseveration, 
hyperactivity, distractibility, or psychological 
problems. 

TIPS 

1. When you meet a person with an unfamiliar 
disability, you may have to consciously 
avoid staring. At the same time, it is a 
mistake to avoid eye contact because you 
feel uncomfortable. Instead, look at the 
person in the same way you look at a 
nondlsabled person, with eye contact and a 
smile or greeting. 



2. Speech intelligibility of a person with a 
motor speech disorder will often improve 
after you become accustomed to the 
distorted speech pattern. You can obtain a 
good sample of the person's speech by 
asking a question which requires a lengthy 
answer (for example, "What do you enjoy 
doing?") or by having him or her read aloud. 

3. Allow a long response time from someone 
who has a motor speech disorder. A 
physical disability may increase the time 
needed to initiate speech. 

4. Do not be offended if a person who speaks 
with some physical tension seems reluctant 
to converse. This may be because of the 
great effort the person expends in order to 
speak. Encourage the person to speak and 
create an accepting atmosphere by using 
eye contact, smiling, leaning forward, and 
nodding. 

5. If the person uses a nonspeech 
communication system, become acquainted 
with the way the system works and benefits. 
If you have reservations about nonvocal 
communication, you are likely to convey this 
attitude to the handicapped person. If, on 
the other hand, you are willing to accept the 
nonvocal method as a functional means of 
communicating, you will convey your 
respect to your protege or client. This can 
only enhance your relationship with him or 
her. 

6. Respect the personal space of a person with 
a physical handicap. You must be close 
enough to be easily seen and heard, but 
realize that a person with a physical 
handicap may not be able to protect his or 
her personal space. Personal space Includes^ 
any equipment an individual uses; leaning 
on a person's wheelchair, for example, is 
rude and rnay even seem threatening. 

7. If the handicapped person must remain 
seated, try to sit also so that you can 
maintain the same eye level. Even if you 
maintain a comfortable distance, you may 
still appear to be threatening and dominant 
if you stand. This is the teacher-pupil or 
boss-employee position. 



8. Be sensitive about touching someone with a 
neurological handicap. A pat on the back or 
a hug is a pleasant, positive experience for 
most people, but for someone with 
neurological damage, another person's 
touch may be irritating or even frightening. 
This does not mean that you should avoid 
touching completely; just move slowly so 
you don't startle the person and use firm 
pressure (a light touch may tickle). 

9. To keep the attention of a hyperactive or 
distractible person, call the person's name 
frequently or touch him or her on the arm or 
shoulder. If the person cannot focus 
attention on one activity, limit the number of 
distractions, such as unnecessary furniture 
and equipment, bright, patterned wallpaper 
or carpet, or an uncovered window. 

10. If you note signs of fatigue, anxiety, 
irritability, or disinterest, change activities, 
slow down, make the task simpler, or take a 
break. Perseveration (the continued 
repetition of a response when it is no longer 
appropriate) is likely to occur when an 
individual is tired, when situations change 
rapidly, or when a task is too difficult. 

11. Ph^^^Jbal handicaps and speech disorders do 
not mean a lack of intelligence. Focus on 
the person*s abilities, not disabilities. 
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TIPS FOR THE ALUED HEALTH 
PROFESSIONAL INTERACTING WITH 
HANDICAPPED CHILDREN & YOUTH 



The following pages contain some tips which Allied Hedlth professionals 
may find useful when they interact with a child/youth with special needs. 
Suggestions on this pag-s are general and apply to most children/youth with 
handicapping conditions. Also included in these pages ,are ideas intended 
for children/youth with mild handicaps (learning disabilities and mild retar- 
dation), communication disorders, hearing impairments, visual impairments, 
and orthopedic impairments. 

General Tips : 

• Relate to the child, not just the child's label. 

• Try actively to understand how the child feels. 

• Accept the child and see him/her as a learner. 

• Help the child feel accepted. Once the child feels accepted, he/she 
will usually your expectations if they are within his ability. 

• Realize that your acceptance is a prerequisite to child's acceptance 
of self. 

• Promote friendships between the exceptional child and other child- 
ren in the health-care facility. 

•■i 

• Expect the child to meet established rules. 

• Realize that poor behavior may be caused by boredom, or an inability 
to respond because of the mode of presentation. Maintain challenges 
and responsibilities. 

• Be consistent; make needed modifications gradually. 

• Include the child in conversations; do not shelter the child with a 
handicap. 



TIPS FOR THE ALLIED HEALTH 
PROFESSIONAL INTERACTING WITH 
CHILDREN/YOUTH WHO ARE MILDLY 
HANDICAPPED 



Children and youth with learning disabilities may have- processing difficul- 
ties or mild forms of any sensory Impairments, Those professionals who work 
with these children may find It helpful to skim other pages for more helpful 
'hints. 



A. Presenting Information 

• Focus on the child's strengths. 

• Present Information In small sequential steps. 

• Use several short learning periods; this Is more effective than 
having one long period. 

• Present the same concepts using a variety of materials and approa- 
ches. 

• Help the child recognize how he/she can use the learned shells In 
his dally life. 

• Use a multl-modallty approach whenever possible. 

• Include realistic practice; students learn by doing rather than 
reading or hearing about It. 

• Present tasks In a clear, concise manner to Increase the child's 
success potential > 



B. Other Considerations 

• Use concrete objects whenever possible to Illustrate abstractions. 

• Practice on realistic materials so skills are more easily trans- 
ferred. For example, real money Is more effective teaching tool 
than play money. 

• Increase the use of tactile and manipulative materials. 

• Present materials at child's readiness levels, while respecting 
his/her chronological age. 

• Look for high- Interest low-level materials. 

• Some children may have difficulties with distractablllty. Provide 
a small cubicle, or separate chair behind a screen, to temporarily 
separate the child from the activities of the surrounding area. 
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TIPS FOR THE ALLIED HEALTH 
PROFESSIONAL WORKING WITH 
CHILDREN/YOUTH WHO ARE 
HEARING IMPAIRED 



^' Environmental Considejcii tiims : 

• Arrange the seating so that the child can sit near you and observe 
your face, as well as others in the room. 

• Be aware that gesturing and facial expressions^, are important cues 
which help the hearing Impaired child/ s understanding. 

• Realize that the child needs to see your full unobstructed face to 
gain cues. Long hair or a mustache may obstruct the ability to see 
your face and lip formations fully. 

• Allow the child to move around to see the speaker. 

• Have the child sit with his/her back to the light so the light 
falls on your face., or on the material the child must focus on. 



Children/Youth with Hearing Aids ; 

• If the child wear?? a hearing aid, consult with the parents, teacher 
of the hearing impaired, or an audiologist for specific information 
on the operation of the aid. Unless the child checks his/her hearing 
aid, it would be helpful for you to know how to check the aid to see 
if it were working properly. Specifically: 

1. Check to see if the aid is on. 

2. Check connecting plug for firm connection. 

3. Check for frayed wires. • 

4. Have spare batteries and know how to change them. 

5. Check to ensure earmold is properly inserted. 

• A Child with a hearing aid should be 4 - 10 feet away from the 
speaker. Remember to use a normal voice; exaggerated speech distorts 
sounds and lip movements. Speaking too slowly is as ineffective as 
speaking too fast. 



• Aids amplify all sounds including instructional and environmental 
sounds, such as feet shuffling, paper crumpling, air conditionings 
etc. 
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B. Other Considerations; 



• Listening skills must be encouraged to help the child maximize any 
residual hearing; encourage the use of ary hearing the child does 
have. An audlologlst can help here. 

- • Listening Is hard work; provide a variety of activities balancing 
those that require concentrated attention and that are more natu- 
ral and thus relaxing for the child. 

• If a word has several meanings, explain them. Words like pall or 
£laln. If lip read, look like pale and plane ~ the child needs to 
know all meanings so comprehension Is Increased and confusion 
decreased. 



C. Materials and Media Considerations ; 

• Use a lot of visuals — pictures, models, posters, manlpulatlves, 
etc., to supplement your verbal presentations; ' the old adage a pic- 
ture Is worth a 1,000 words Is true here. 

• When using pictures and models be sure to hold them to the side of 
your face, not covering your face. Holding them over your chest 
tends to make you want to look down and talk, thus obscuring your 
lips from the child's view. 

• When presenting Instructions, have them available In print as well 
as giving them verbally. 



D. Presentation Considerations ; 

• Organize your presentations into sequential steps. Indicate clear- 
ly when you move from step to step. 

• If you need to repeat something, try rephrasing It to give more 
cues. Don*t just repeat and repeat the same thing. 

• Periodically summarize what has gone on before proceeding. Ask for 
confirmation that concepts are understood before going on. 

• Make transitions from one topic to another very obvious. Use body 
movements, and visually hold up the object you are about to discuss. 



TIPS FOR THE ALLIED HEALTH 
PROFESSIONAL WORKING WITH 
CHILDREN/YOUTH WHO ARE 
VISUALLY IMPAIRED 



A. Environmental Considerations : 

• Seat the child In clear view of the person speaking. 

• Seat the child with his/her back to the light. 

• If the room arrangement Is changed. Inform the chll^d and let him/her 
explore where and how these changes were made. 

• Keep supplies In the same, predetermined place. This will allow 
the child greater Independence In locating -the materials needed. 

• Be sure the child knows about the location of any breakable, or 
potentially harmful objects. 

• Half-open or swinging doors can be potentially dangerous; have doors 
either open or closed. 

• Tell the child when you are leaving or entering the room. 



B. Other Considerations ; 

• Most partially sighted children can learn to use their residual 
sight; encourage the child to do so. 

• When written directions are given, read them aloud giving auditory 
information. 

• Whenever possible, have Information on tape — these can be prepared 
by you, an aid, or a volunteer. 

• Using a residual sight may make the child tire easily, as It Is hard 
concentrated work. Plan varied activities so as not to fatigue 

the child with one type of visual task. 

• Assist the child In actively developing listening skills. 



C. Developing Social Skills ; 

• Habits such as rocking back and forth, head rolling, or staring at 
bright lights may have developed because of a need for a self-sti- 
mulation. To decrease this behavior. It may be helpful to keep the 
child Involved In Interesting, manlpulatlve-type tasks. Also, do 
not hesitate to quietly remind the child of such habits. 
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Material Considerations: 



Use concrete objects and manlpulatives to give tactile cues the 
child can learn from* 

Become familiar with materials such as large print books and cas- 
sette tapes available from the State library, and your Special Edu- 
cation Regional Resource Center (SERRC). Also, pamphlets contain- 
ing useful Information can be obtained from your local Bureau of 
Services for the Blind (BSB). 
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TIPS FOR THE ALLIED HEALTH 
PROFESSIONAL WORKING WITH 
CHILDREN/YOUTH WHO ARE 
ORTHOPEDICALLY HANDICAPPED 



A. Environmental Considerations : 

• Allow room for movement — Increase aisles to 60" and more for 
turning comers. 

• Identify or help plan for strategically located ramps, bathrooms, 
drinking fountains and curb grading to Increase the child's mobi- 
lity In and around your facility, 

• Be sure there is adequate maneuvering space next to a door. 

• Provide ample space near c. child's chair or table to store crut- 
ches and any other adaptive equlpiaent. 

• Doors should not require more than approximately 6-8 lbs. of pres- 
sure to open (even less for smaller, younger children using wheel- 
chairs). If such doors are a problem for the child, arrange for 
assistance. 

B. Other Considerations : 

• Make materials available on a level which Is comfortable for the 
child In a wheelchair to reach them — on the first shelf rather 
than on counter tops, etc. 

• Encourage development of writing skills. Slow and Illegible writ- 
ing should be understood as a motor control problem rather than as 
an Intellectual deficit. 

• Let the child take an active role In demonstrating and explaining 
any adaptive equipment he/she may use. 

• As with any child, be sure to provide successful experiences for 
this child. 



C. Medical Considerations; 



• Maintain open communication between the parents and medical person- 
nel. This can be very helpful In understanding the medical needs 
of a child. 

• Know any medications taken by the child, and any possible side 
effects that could affect behavior or performance. For example, 
certain medications may cause tiredness or frequent urination • 

• Be aware of th^ physical stamina limitations Imposed on a child by 
a particular disabling condition. Such a child's schedule might 
alternate between active stressful activities and more passive, 
relaxing tasks. 

• Be aware that It needs more physical energy for the disabled child 
to be mobile, whether that child Is using crutches, bracea, or a 
wheelchair. 

• Some children may be on a specific schedule for using restroom faci- 
lities. Encourage them to Independently meet their own needs here 
(as opposed to being reminded of time schedules, etc.). 

• Understand that people who sits In wheelchairs for hours at a time 
may develop problems with circulation. To prevent this, they will 
shift their weight frequently. This Is not fidgeting or restless- 
ness. 

• If a child Is known to have any form of epilepsy, be aware of how to 
deal with possible seizures. The child's parents, physician, nurse, 
or local epilepsy foundation can all be helpful sources of Informa- 
tion. Overall, the most Important thing you can do during a seizure 
Is to be prepared to remain calm, and to explain to others present 
about the occurence In a matter-of-fact way. 

• Regular exercise and participation In active programs is good for 
all children, including epileptic, orthopedically handicapped, and 
other disabled children. 
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D. Considerations for Children with Motor Coordination Problems: 



• Provide adequate time to complete a task* 



Be aware that some children may have difficulty In speaking clearly* 
Your patience Is needed here, to be understanding and to become 
familiar with the child's words* 

If a spastic or jerking movements are exhibited, understand that 
the child Is not acting out or "behaving strangely" Intentionally* 
These Involuntary motions cannot be controlled by the child* Fami- 
liarity here will help everyone Involved to feel more comfortable. 
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TIPS FOR THE ALLIED HEALTH 
PROFESSIONAL WORKING WITH 
CHILDREN/YOUTH WHO HAVE 
LEARNING DISABILITIES 



A. Presenting Information ; 

• Break tasks Into very short tasks. 

• Give verbal as well as written directions whenever possible. 

• Give them only one (or few) questions at a time during testing. 

• Include only that material which Is absolutely necessary. 

• Establish a few realistic goals. 

• Keep child's area free from all material. except what he/she Is work- 
ing with. 

• Keep the number of practice Items on any skill to a minimum. 

• Give the child a longer time than other children to complete tasks. 

• Alternate tasks that are difficult and those that ar6 moi^e relaxing. 

• Establish a specific schedule so the child knows what to expect. 

• Keep work periods short; gradually lengthen them as child begins to 
cope, 

• Alternate quiet and active time; have short periods of each, 

• Make movement as purposeful as possible. 

• Make certain the child understands directions of assignments, re- 
peating important directions. 

• Change activities before the child's attention is gone; watch for 
early signs of attention loss. 

• Provide options for obtaining and reporting information — tapes, 
interviews, reading, experience, making something, etc. 
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THE PRACTICES OF A GOOD LISTENER 



1. Listens to understand what is meant, not to get ready to reply, 
contradict, or refute. This is extremely important as a general 
attitude. 

2. Knows that what is meant involves more than the dictionary meaning 
of the words that are used. It involves, among other things, the 
tone of the voice, the facial expressions, and overall behavior of 
the speaker. 

3. Observes all this and is careful not to interpret too quickly. 
Looks for clues as to what the other person is trying to say, 
putting one's self (as best as possible) in the speaker's shoes, 
seeing the world as the speaker sees it, accepting the speaker^s 
feelings as facts that have to be taken into account — whether the 
listener shares them or not. 

4. Puts aside own views and opinions for the time being. Realizes 
that one cannot listen to one's self inwardly and at the same time 
listen outwardly to the speaker. Is careful not to "jam" the 
receiving set. 

5. Controls impatience knowing that listening is faster than talking. 
The average person speaks about 125 words, a minute, but can listen 
to about 400 words a minute. The effective listener does not jump 
ahead of the speaker, but gives the person time to tell his/her story. 
What the speaker will say next may not be what the listener anticipates. 

6. Does not prepare an answer while listening. Wants to get the whole 
message before deciding what to say in turn. The last sentence of 
the speaker may give a new slant to what was said before. 

7. Physically shows interest and alertness. This stimulates the 
speaker and improves performance. 

8. Does not interrupt. When asking questions, the purpose is to secure 
more information, not to trap the speaker or force the speaker into 
a corner. 

9. Expects the speaker's language to differ from the way the listener 
would say the "same thing." Does not quibble about words but tries 
to get at what is meant. 

10. The purpose is the opposite of a debater's. Looks for areas of 
agreement, not for weak spots to attack and blast with an artillery 
of counter-arguments. 

11. Listens to all participants, not only to those who are on his/her 
side. 

12. In a particularly difficult discussion the listener may, before 
giving an answer, sum up what he/she understands was meant by the 
speaker, clearing up contested points before attempting to 
proceed. j 
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BRIDGING THE PARENT PROFESSIONAL 
COMMUNICATION GAP* 



"Whenever I'm meeting with professionals I usually feel so 
frustrated, angry, guilty and helpless." 

Did you know that when professionals have meetings with parents that they feel 
"frustrated, angry, guilty, and helpless"? This was documented at the 1979 
IOWA ACLD CONFERENCE WORKSHOP where a group of approximately ten parents 
and fifteen professionals were separated (with all the parents together, and 
all the professionals together) into two groups and were asked separately to 
Itst their feelings during meetings with parents (in the professional group) 
and with professionals (in the parent group). 

HERE ARE THE LISTS EACH GROUP CAME UP WITH: (in the order presented) 

PARENT GROUP LIST : " When I'm meeting with professionals I feel ..." 

a desire for honesty 
run around 

don't know too damn much 
frustrated by jargon 
anger 
disgust 

disappointed « 
defeated 

guilt, guilt, guilt 

overwhelmed 

good 

unsuccessful 

trustful 

respectful 

sympathy 

defensive 

threatened 

"I wish professionals were more ..." 

helpful 

child oriented 
concerned 
knowledgeable 
' receptive to profession upgrading 
humanistic 
understanding 
free to be open 



* Adapted from "How To Get Services by Being Assertive" by the 
Coordinating Council for Handicapped Children. 



"I like It when professionals 



contact/communicate with me 
listen to me 

come with positive Information 
show respect for students 
become involved in support groups 
respect the knowledge of parents 
individualize for students 
share information 
share profess ipnal knowledge 
treat parents as equal ' / 



PROFESSIONAL GROUP LIST 



"When I'm meeting with parents I feel 
frustrated 

professional liability 

parents don't care 

parents not very informed 

uptight 

threatened 

insecure 

pressured 

patronized 

tired, burned out 

tense 

upset 

unsure 

incapable of dealing with parents 

unprepared indignant 

put down 

successful 

organized 

confident 

satisfied 

knowledgeable 

helpful 

appreciative 

fulfilled 

accomplished 

good about myself 

needed 

burdened with red tape 
" I wish parents were more 



better listeners 
informed 
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"I wish parents were more ... " (cont'd) 

assertive ^ 

interested ^ . 

less intimidated 

reliable 

initiating in dealing with problems 

responsible 

caring ' ^ 

involved 

supportive 

objective 

better models 

sensitive 



" I like it when parents . . ." 
ARE PERFfiCT 

attend conferences, staff ings ... 
follow through with suggestions 
both attend meetings 
see progress 

provide feedback regarding the child's "performance" 
are supportive of special services 
are open with their communication 
put their child's education first 

show initiative in finding out what their child does in school 
remember me at Christmas time 
are honest 
are objective 

understanding of professional perspectives 
are open minded 

If you remember that professionals and parents are experiencing the same feel- 
ings when you are meeting , and you both are "frustrated, uptight insecure, 
threatened, tense, upset, unprepared, put down, burdened with red tape ..." 
you can meet as partners, involved in the same meeting, sharing the same 
feelings, the same frustrations, the same fears* 

Remember, when you are feeling frustrated , the other person too may also be 
frustrated; when you are feeling angry, that he/she too may be angry; when you 
are feeling afraid, that he/she too may also be afraid; when you are feeling 
helpless, that he/she too, may be feeling helpless. A real partnership can 
develop between you if you can share your feelings with each other. 
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COLLABORATIVE PROBLBl SOLVING PLANNING FOR CHILDREN 
WIIH DEVELOPMENTAL PRQBLBIS 
Mark N. Ozer, M.D. 

Introduction 

Recent federal legislation has mandated that the assessment of 
children with developmental problems lead to operational plans on an 
ongoing basis including goals, means and time for review. It is no 
longer sufficient for the assessment process to lead only to the 
determination of an administrative category such as mental retardation, 
emotional disturbance, learning disabilities and so forth. This same 
legislation has also mandated parental involvement in planning for 
the special needs of their children. The regulations inplementing these 
laws have established procedures for parental approval of any plans 
and have protected the rights for appeal of decisions made by educational 
authorities. 

This paper will describe an assessment process designed to carry 
out both the spirit and the letter of these legal requirements. It is 
based upon the premise that resources within the educational system are 
always linited; that the treatment of children with developmental problems 
must be done with the involvement of those vAio remain primarily responsible; 
and that the assessment itself, if properly conceived, can increase the 
conpetence and confidence of parents in caring for their children. This 
paper will also describe how allied health pessons on planning teams may 
serve as resources in carrying out these approaches. 
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The Planning Process 

If the assessment is to lead to an operational plan, it is necessary to 
reconsider both the type of data collected and how such data may be collected 
with the involvement of the parent. It is helpful to think of the assessment 
process as a series of questions leading eventually to the final question: 
WHAT ARE TOE GQAbS AND THE MEANS FOR CARRYING THBi OUT? What are the questions 
traditionally asked and what changes should be made? 

The first question traditionally asked seeks to define the problem: 
WHAT IS NOT GOING WELL? Much of the effort of the assessment team is devoted 
to exploring the child's function by various tests to determine areas of 
both "strength" and "weakness." The areas determined to be dysfunctional 
then deteimine the goals for the remediation plan. Much, if not all, of this 
exploration is done by professional staff using standardized tests. 

Such testing has been criticized in terms of both the content of the tests 
and the process by which they are administered (Bersoff, 1973). The performance . 
of a child on such tests relates only to a limited d^ree to perfonnance on 

actual tasks required in the home and school. It is not uncommon for artefacts 

\ 

of the testing procedure to lead to the determination of both "underachievement" 
or "overachievement" when perfonnance is conpared to the classroom. It is the 
perfoimance of the child in the context of the classroom tasks and conditions 
that is the most effective predictor pf future performance (Keogh and Smith, 1970). 

It would therefore be appropriate to involve the parent from the start 
of the assessment in helping to define the problem along with the professional 
staff. It -is the statement of the problem by all those concerned that insures 
collaboration in eventual remediation. 

4 
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Although the collection of data by the testers seeks to define both 
strengths and weaknesses, it is suggested that the question as to strengths' 
be made even more focussed. It has been found helpful, once a problem area 
has been identified, to ask: IN AN AREA OF CONCERN, WHAT HAS THE CHILD BEEN 
ABLE TO DO SUCCESSFULLY? At least three postive situations are to be described. 
If, for example, a problan has been identified in the area of following oral 
directions; then the next question would be: At what times during the past 
^ few days or hours have you found it possible to have the child follow directions? 

There are several purposes for this new more highly focussed question 
as to "strengths." In light of the ultimate plan to be generated, it is useful 
to define the base from which new goals are to be set. It is helpful to 
know as specifically as possible what the child is able to do at the present 
time to set appropriate goals for the future. This new question has still 
another purpose. It is designed to change the perception of those involved 
in the planning. Any question also imparts a message. In this instance, 
the message being conveyed is that "this child may well have islands of 
"wellness" even in those areas considered to be "unwell." It is important, 
in light of the ultimate goal of committment to carry out the plan, to 
increase the awareness of those involved with the child of the fact that 
there have been situations when even this problan ha^ been solved. It would 
be ultimately necessary, in order for the plan to be successful, for those 
responsible for the child to give their selective attention to those albeit 
infrequent occurrences if such occurrences are to increase in frequency. 
The very process of assessment helps to bring such awareness about. 
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The search for three such episodes of success has the purpose of making 
the change in perception more likely. If the person providing the data has 
merely identified one such occurrence of successful listening, it is indeed 
a rare event. Even if two such occurrences could be documented, it is rather 
infrequent. However, if at least three episodes could be docimented, it begins 
to seem more likely that one may indeed perceive the child as doing vrfiat one 
wishes to see happen more often. One may have hope for the future. The goals 
one may set may indeed be possible. 

Still another purpose is being served by this new question as to successes 
in tile area of concern. The data generated by this question now provides the 
context for exploring the next new question in this planning sequence: 
AT A TIME WHEN THINGS HAVE GONE WELL, WHAT DID YOU DO TO MAKE IT POSSIBLE? 
The situation in which the ideas as to what worked are to be generated is 
one within the recent memory of the person. Attenpts^are made for that memory 
to be as vivid as possible in tetms of details such as where? irfien? who? 
The feeling tone of that situation is evoked as well as ideas generated. 
For example, the person recalls the child staying in the front yard of the 
house yesterday after school as an instance when he followed directions. 
What worked, she thought, was "asking him to repeat what he was to do, 
showing him the boundaries of the yard and promising him an ice cream cone." 
It is not suggested that these ideas are unusual. It is their siiiq)licity and 
relation to the person's own eJq)erience that would make them compatible with 
future use in bringing about the accomplishnent of the goals for the future. 
The answers to the question as to means ultimately sought at the end 

of the assessment thus come from what may have worked in the past. 
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Asking this question as to what worked also ijnparts an important message. 
The message being conveyed is that those involved with the child have data 
that would be crucial for the future. Such data are quite different in kind 
from the traditional data as to the present state of the child in terms of 
strengths and weaknesses. The question asks for vihat was done to bring about 
successes. The data are not about status but of change, of the conditions 
for change and growth. 

The message is also designed to change the perception of those answering. 
Much energy is traditionally devoted to determining \^t may have been the 
cause of the difficulties being seen at this time with the child. Far more 
useful at the time of assessment would be energy devoted to exploring what 
might be means by which the problem might be solved. The search for three 
ideas in answer to this question as to vAiat worked leads to an awareness 
that there are indeed things that work and have worked in the past; and 
that the persons involved have been themselves responsible for setting up 
the conditions. 

Now having explored these two new questions, those involved in the 
planning can more effectively address the questions leading directly to 
the plan for the future. WHAT GOALS SHOULD BE SET? WHAT WOULD WORK TO 
ACCCMPLISH THEM? 

In addition to new kinds of data, the assessment process in this 
new model cannot be effective without the awareness that the data are 
to be generated by the professional together with those who are the 
primary participants in the child's life. It is they lAo must beccmie 
more aware of their own skills. The very process of assessment can 
bring about such awareness if properly conceived in terms of the data 
sought. When viewed as an ongoing process, the primary participants 
become increasingly aware of their own concerns, their own successes 
their own means for bringing about such successes and their own goals. (Ozer, 1980) 
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Role of the Allied Health Professional 

The awareness on the part of the allied health professional of this 
problem solving planning in collaboration with the parent can bring several 
advantages to the entire effort of the planning team. As an independent 
professional; particularly in the fields of speech and language, occupational 
therapy and physical therapy, the individual contributes his own assessment 
to the total done by the entire team. In all these fields it is crucial 
to use this model of involving the parent who remains ultimately the primary 
treatment ^gent. Collaboration in assessment and planning is required for 
good therapy. 

The use by the allied health professional of this approach has advantages 
for the activities of the other members of the team as well. In the course 
of interacting with the professional in this way, the parent has been prepared 
to provide data that could be of aid in other areas of function. Particularly 
relevant has been the development in the parent of greater awareness of ideas 
that have been helpful in solving problems in the child's development. Such 
data generally have relevance to a number of functional areas different from 
the situations in which they were first elicited. Ideas that have worked in 
one context frequently have application in others. The ideas that worked in 
relation to the child staying in the front yard in the exanple given earlier 
would of course work in other situations. 

The activities carried out in this model with the parent have still 
another possible advantage for the planning team. Not only has the parent 
been prepared to contribute ideas but the form of the interaction in this 
collaborative assessment process has served to enhance the self-confidence 
of the parent and could enable her to function more effectively as a case 
manager. 



Mark Ozer -7- 
Conclusion 

The assessment procedure has been reconsidered in teims of its goals 
of developing operational plans with the collaboration of the parent. 
Oianges were described in the type of data sought. Far greater en?)hasis 
should be placed on data concerning \A\at has been accoin)lished particularly 
in the areas of greatest concern. Data should also be collected about the 
means by which such successes may have occurred. The ideas that have worked 
have general applicability and can be used in the plans for the future. 
The fom of the interaction in which the data are sought must also be 
reconsidered. Questions are asked rather than directions given. Allied 
health professionalscarrying out the activities outlined in this piedel 
contribute to their own professional effectiveness and of the entire 
team in the course of enhancing the competence and confidence of the parent. 
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ASSESSING PARENTAL CAPABILITIES 



Family relations and child-rearing practices are topics of continuous 
concern in most communities. What does it take to be a good parent? How 
can I make my child behave? Am I doing the right thing when I praise or 
punish my child? Such questions naturally arise in the minds of parents. 
The steady flow of books, magazine articles, lectures, movies anc| television 
soap operas concerned with family life and child-rearing testifies to the 
central importance of such reexamination to our society. 

Acceptable family patterns and child-rearing practices undergo con- 
tinuous refinement as society changes. TYansmitting the primary values, 
skills and other personality characteristics from one generation to the next 
is the key to a society's survival. Granted that biological as well as social 
factors enter into the development of an individual's personality, certain 
shared attitudes, beliefs and values within the culture provide a common 
basis for socialization of a child. 

These implicit attitudes, beliefs and values constitute sociocultural 
premises that fundamentally determine shared personality characteristics 
within a given culture. Cultures differ in ways that are important for 
parenting as well as child development. The physician who is sensitive to, 
and respects, these differences will have a far greater chance to influence 
parenting. He will even be forgiven cross-cultural mistakes if families sense 
he has such an attitude. 

Most mothers and fathers are called upon to adjust their parenting 
approaches as their children pass through successive stages of develop- 
ment, because parenting skills which may be appropriate to the child's 
needs at one stage may be inappropriate at another. For this reason, parents 
often find it easier to rear children in one stage of development than 
another. Some are more comfortable with infants, for example; others with 
older children. Different parents respond differently to different children, 
in a reciprocal fashion. "Parent development" and "family development" 
are valuable concepts for understanding family dynamics at any given 
point in time (See Table II). 

Parental attitudes also are an important influence, perhaps even more 
important for the child's personality development than the particular 
child-rearing techniques the parents use. In fact, the parents' underlying 
attitudes may influence their choice of specific child-roaring practices. 

There are few accepted objective ways of measuring the interrelated 
factors of parental attitudes, behavior and child-rearing practices that we 
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Table II 

CHILD DEVELOPMENT. PARENT DEVELOPMENT AND FAMILY DEVELOPMENT* 



Child's Individual 
DeveiopmenUl Stages Developmental Tasks 



Parent Development 



Family Development 



Infant 

Toddler 

Pre-school 
School age 

Adolescence 

*Dasrd on Prufth's comparison* 



TYust 

Autonomy 

Initiative 
Industry 

Identity 
Intimacy 



Learning the cues 



Learning to dccept 
growth and development 

Learning to separate 

Learning to accept 
rejection, without 
deserting (permitting 
independence) 

Learning to build 
a new life 



The marriage 

The birth of the first 
child and subsequent 
child bearing 

Redefinition of roles 
with the birth of each 
child 

Individuation of 
family members 



The actual departure 
of the child 

The integration of loss 
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call "parental skills.'* Nevertheless we can postulate, as ideal, certain 
attributes or goals: 

1. The ability to provide a model for mutual respect, which can be charac- 
terized as a climate of openness within the family. This implies recog- 
nition of the importance of the child's feelings and views, even though 
parents maintain responsibility for making final decisions based on 
the need.s of the family as a whole. 

2. Flexibility for modifying parenting roles with each new develop- 
mental stage, which includes sensitivity to the child's changing feel- 
ings, attitude^, abilities and needs, as well as an awareness of changes 
associated with parental and family development. 

3. The capacity to nurture. An infant's intellectual and social develop- 
ment during the first two years of life is facilitated if his mother 
provides varied stimulation, shows affection, and responds fairly 
quickly and consistently to his signals. The child also should be 
allowed **to be" and "to feel." 

4. The ability to set limits. Proper structure and discipline should be 
provided to accord with acceptable behavior within the family and in 
the outside world. A "vicious cycle" develops in certain families— the 
child misbehaves, the parent punishes, and the punishment only 
stimulates the child to added misbehavior. Families caught up in suqh 
a cycle can. if they wish, be trained to interrupt it and to substitute a 
pattern of family functioning that is increasingly tolerable to both 
parents and children. 

The most effective parent is one who combines affection with strict 
control and joint discussion of family-related issues. Neither the par- 
ent who is affectionate and permissive nor the parent who is cold and 
authoritarian is as effective, when effectiveness is measured by a 
child's later competence in dealing with his environment away from 
home. 

5. The ability to allow independence, which means to encourage each 
family member to branch out and satisfy needs outside the family 
system. Such encouragement, however, should be related to parental 
insistence that the child assume developmentally appropriate respon- 
sibilities. 

3. The faculty of parents to recognize that what they do is more important 
than what they say, and to understand that congruence between verbal 
and nonverbal messages is impoftaftt. 

7. The capability of each parent to commit himself or herself to a marital 
relationship where each gives the other permission to express and 
satisfy needs in an acceptable manner. 

8. The ability to relax and be comfortable in the parenting role, which is 
contingent not only upon accepting one's limitations in all of the 
above areas, but also upon being optimistic about building on indi- 
vidual and mutual strengths. 
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In »%i4*<!5inK pamntnl skills the physician should, at the outset, be aware 
o( riindilions and situ itions, usually historical, that are conducive to high 
ruk» Ml pan'Ht-infant relationships. The following list contains certain 
i hnical chirs. and should be used in conjunction with the lists of problems 
and vulnerabilities in Chapter IV: 

I - Teenage mothers, particularly if primiparous and underage 17 

wed mothers, whether or not they plan to keep the infant. 
:\. Pn?mature infants, especially those with complications. 

4. Infants with congenital abnormalities. 

5. Any illness or defect requiring continued hospitalization and 
extended mothe^infant separation. 

6. Difficulty with pregnancies, especially involving the loss of an infant; 
induced abortion (therapeutic or not); habitual abortion; fertility prob- 
lem or miscarriage, especially if a long wait for a child is involved or 
the parents believe this is their "last chance;" post partum depression 
in any pregnancy. 

7. Serious problems during pregnancy: 

(a) Medical (toxemia, diabetes, Rh incompatibility, etc.) 

(b) Psychosocial (deaths or losses in family, marital separations, dis- 
turbing moves, etc.) 

8. Serious marital problems; question about paternity, husband deserted, 
etc. 

9. Poverty, especially if limited prenatal care was involved, as well as 
, particularly intense feelings about discrimination. 

10. The parent, especially the mother, losing a parent in early childhood. 

1 1 . Psychopathology. 

Parent-child relations often are adversely influenced by psychopathol- 
ogy in a parent. One negative outcome of the phasing out of mental hospi- 
tals and the maintenance of mental patients in the community has been the 
fact that many families, through their inaoility to cope with the mentally ill 
patient in the home, have seriously endangered the mental health of their 
children. 

Children who were born to mental patients when either the mother or 
father was initially hospitalized have been studied to see if difficulties have 
been encountered by the child with a mentally ill parent at home.^ In one of 
three of these families with mentally disturbed parents, at least one child 
has had severe psychological difficulties. Even where treatment was pro- 
vided to both father and mother, the children were largely ignored. A very 
early return to the home of heavily tranquilized mothers who are then 
responsible for the care of their children, usually without additional help, 
can have deleterious effects upon the children. 

While "high-risk" parents can be identified easily through social his- 
tories, many of them turn out to be adequate nurturing parents. Somehow 
they develop the capacity for parenting. They have strengths which the 
physician should attempt to identify and encourage. 
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There are other parents who may exhibit no apparent deficits related to 
the aforementioned clues, but have more than usual difficulty in develop- 
ing parenting skills. In such cases, the physician should be alert to other 
risk indicators; e.g., hostility toward a child when a new baby arrives; 
heightened anxiety over future events, such as the child's adaptability in 
school: and parental "clinging" to the child. 

Below are specific questions that can elicit responses from the parent or 
parents to help the physician assess parental capabilities at different points 
in child, parent and family development. The physician can use such 
questions particularly as a screening instrument to identify additional 
**high risk'* situations. Although they have a somewhat logical sequence, 
the questions may be asked in any order. Perhaps none of these questions 
will be relevant to a given situation; however, by asking these or similar 
questions, the clinician can indicate his interest in the parents as persons 
and in their specific concerns. 

The questions are arranged in pairs, with each set dealing with the 
parents* attitudes and behavior and also with the child's behavior. 
Although the questions regarding parents' attitudes are phrased so as to 
avoid defensive responses, the clinician may feel that with certain anxious 
or angry parents he should first ask questions regard ing the child, and come 
back later to questions dealing with parental feelings. The clinician also 
should make an independent judgment in each case as to whether to use the 
questions in conjunction with, or apart from, the "family inventory" out- 
lined in Chapter I. 

1. (a) How does it feel to be the parent of a child at this stage? 

What is the most frustrating thing about this stage? 
(b) Tell me about your child at this stage. 

2. (a) What were your previous experiences with children at thi: r*3ge? 
(b) How does he compare with the other children? 

3. (a) What do you do and how do you cope? How does this seem to 

work? Have you thought about extra resources (day-care, nursery 
school, etc.)? 

f (b) How does he react to people; show his will; move out; show his 
interests; express his individuality? 

4. (a) Do you think it*s easier to bring up a boy or a girl? 
(b) What kind of boy /girl things does he/she do? 

5. (a) What do you do together as a family? What about TV? 
(b) How does he fit in the family? Whom is he more like? 

6. (a) With whom do you discuss family problems? 

(b) To whom does your child talk when he has a problem? 

7. (a) What do you think it's going to be like for you and your children in 

the future? 

(b) What are your thoughts about how he will be in the next few years? 

The clinician can take into account certain cJieck-points (See Table III) 
when asking such questions to assess parental capacities. 
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Table Id 



CHECK-POINTS FOR CLINICAL ASSESSMENT OF 
PARENTAL CAPACITIES^ 



PoinU in Child Development 

Pregnancy and delivery 

Early infancy 

Late infancy — Toddler 

Pre-school level 

School-age 

Adolescence 



Parental Capacities to be Assessed 

Beginning maternal attachment: 
readiness for parenthood. 

Capacity to learn cues, perceive 
needs and continue attachment 
and bonding. 

Capacity to accept growth and de- 
velopment, empathize, perceive 
child as a separate being; de- 
velopment of capacities to support 
autonomy, set appropriate limits. 

Capacity to accept separation, 
support beginning individuation, 
tolerate dependence and regres- 
sion; development of family ;oles 
and capacities, including mourn- 
ing for losses. 

Capacity to accept growing inde- 
pendence and attachment to par- 
ent of opposite sex, teachers and 
peer group, give increasing re- 
sponsibility, perceive and actively 
support child's need for mastery. 

Capacity to support search for 
identity and greater indepen- 
dence, offer guidance and limits, 
with participation by adolescent; 
further developments of family 
roles and capacities; permit young 
person to leave family, begin to 
build for selves new life and roles. 



*BiMd on Prugh*t delinoation* 



If. after using the questions outlined in Table III, the physicitn believes 
there may be problems in parent-child relations or in parenting techniques, 
he should share his concern with the parents in a nonjudgmental and 
nonaccusatory way. If the parenU cannot comprehend the problem or they 
reject thenotion that a problem exists, it is usually futile to argue with them. 
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Rather, the matter should be brought up again at subsequent visits for 
further discussion. When the parents are ready to accept some help, the 
physician will need to discuss with them whether he should personally do 
the counseling or refer them to some other professional (see Chapter VII). 
For parents who are inexperienced or naive in maFers of childrearing and 
do not show overt emotional disturbances themselves, the physician may 
wish to suggest parental training. 

Centers for Parental Training 

Several research-oriented centers have been established in^ous parts 
of the country to enhance parental skills. TVaining sessionsTSirmothers and 
fathers are incorporated in these programs, as are frequent home visits by 
social workers. 

There is evidence that these centers have had a significant effect.^ Par- 
ticipating mothers have been found to be more sensitive to their children's 
social, emotional and intellectual needs; more aware of the causes of child 
distress, and more skilUul In comforting their children and in using appro- 
priate community agencies; and more aware of the range of individual 
differences among children, placing less value on stereotypic expectations. 

Children involved have benefited in intellectual and language develop- 
ment, as well as in social and emotional growth, as compared with other 
children. 

The physician may find such a center to be an important resource for 
some of the families he sees. 

Rafartnces 

1. Prugh. Oan« G. ASMSsmant of ParentaJ 2. Holtzman. Wi yna H. Significanca of tha 
Skills (Keynote paper submUtad for AWA Child's Cultural Milieu and Family En- 
Vitorkshop on MentMi H^Mlth of ChUdfn, vironmant on Hit Mental Health and 
November 1 976) Davalopmant (Address delivared at open- 

ing session of AM A Workshop on M9ntMi 
H9%lth of Chifdren. November 1970) 
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CHAPTER I 



CHILDREN AND FAMILY ASSESSMENT: THE 
FAMILY INVENTORY 



The family inventory is an instrument for identifying developmental 
problems in the child, while assessing the interplay of their multiple 
causes. The inventory can prepare the family for taking effective remedial 
steps. It is almost axiomatic that the child who presents for treatment 
can never be viewed in isolation — only in the context of the family of 
which he is a part. 

The use of a family inventory will bring out different problems in differ- 
ent cultural groups. It is often difficult, for example, for white staff 
members to discern the strengths and healthy coping mechanisms of black 
children. White society may pressure the black child to act white-like 
to receive the affirmation of the staff and get care. To the black family, 
change then implies desertion of the family and denial of race. 

The commonly mentioned identity problems of black, Spanish and ather 
cultures living in a white environment are accentuated * in a health setting 
unless the problems are recognized and dealt with. The family inventory 
wi:i clearly demonstrate some of the attitudinal phenomena seen in certain 
minorities. These groups may have faith in alternative methods of health 
care. These beliefs may not only keep the family from entering the medical 
system and asking for health care, but also interfere with the use of medi- 
cation, physiotherapy, and other types of standardized medical treatment 
for children. 

The family inventory will also suggest that certain problems are more 
common in some types of families* We are all aware that poor people have 
more physical illnesses and that this would appear to be a circular phenom- 
enon. However, the distancing and separation from standard health care 
that occdrs in many non-white or non^iddle-class families may lead not 
only to resentment but to the commonality of depression among these 
various groups. Immigrants and refugees have considerable depression that 
stems from being separated from their own ties, as well as from the diffi-.. 
culties of being absorbed into the mainstream culture of their new home. 
..Such difficulties are frequently compounded by resentments the physicians 
harbor in caring for such persons, as well as by lack of understanding 
of their specific problems. 

The facts needed and the techniques for obtaining data for a psychosocial 
evaluation of a child and his family are not usually found in standard 
textbooks on physical diagnosis, nor in courses taught in medical school. It 
would be well for tire physician to ask a few leading questions about psycho- 
logical stress and the emotional climate of the home in his first con- 
tacts with the family. From such an approach he can expect to get clues 
about causes, and to maintain an "open door" to explore multiple causes, 
should the need to do so arise later. 

If the physician has not set the climate for psychosocial exploration 
during the initial history and subsequent well-baby visits, he should let 
the parents know, when a developmental problem becomes apparent, that he . 
would like to explore psychological factors that may be operative. He 
should ask the parents whether they have considered this possibility them- 
selves, and, if they have, what their ideas are. 

From; The Physician and Mental Health of the Child > American Medica'^ 
Association, 1979. 
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7. 

Frequently, with developmental problems, the presenting complaint is 
vague and unclear, making it necessary for the physician to urge parents 
and child to describe as clearly as possible what they see as the primary 
problem, and, if the problem is chronic, what events or changes in the 
situation made them decide to come in for help at this particular time. 

The physician also will ask about any other possible behavioral and 
emotional symptoms that th€. parents may have been aware of but did not 
volunteer^ in the initial history. In addition, he needs to know about 
the child s pre-school and primary school adjustment, scholastic success, 
and the attitude of both the child and the family toward school. If the 
child has symptoms related to school problems, the physician should request 
a report from the school covering the child's academic and social adjustments 
and giving results of any formal testing. Although this report should be 
in writing, a telephone call often will provide essential supplementary 
information. 

Questions about the child's relationship with other children, including 
siblings, are important, as are those pertaining to the child's relation- 
ship, both positive and negative, with each parent individually and together. 

The Inventory also will cover the child's playtime interests and activi- 
ties, his energy supply, his sleep and eating patterns, his mood and mood 
changes, his awareness of his own sex, his knowledge of the basic biologi- 
cal facts of life, and any habits or bodily concerns that bother the child 
or the parents. 

The physician should ask for a description of a "typical day." He should 
seek information on the physical and emotional health of the grandparents, 
and of other significant adults in the child's life. He should ask directly 
about possible psychologically stressful events. Finally, he should elicit 
in a non-judgmental way a narrative description of how the parents discipline 
the child, hoW they feel about the child, how they feel about one another, 
and any concerns they have about disruptions or potential disruptions in 
the marriage or in the family unit. The physician must be sympathetic to- . 
ward a family's dilemma if he wishes to elicit full cooperation in diagno- 
sis^ a-id treatment. Otherwise, one or more family members may feel blamed 
or ' .capegoated," and become defensive or otherwise uncooperative. 

Taking a family inventory cannot be learned entirely from reading. It 
must be learned in the same manner that history taking and physical diagno- 
sis are learned in medical school; i.e., by watching an experienced practi- 
tioner perform the task, followed by practice sessions under his supervision. 
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OUTLINE FOR FAMILY INVENTORY 
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Information in each of the following areas is relevant to evaluating pro- 
blems that may present themselves. Ideally, the physician learns much about 
the past history and the social adjustment of the family members and the fami- 
ly as a unit during formal and informal contacts with them over a long period 
of time, starting with the first well-baby visit. If the patient is new, 
however, or presents an entirely new problem, the physician may find it neces- 
sary to obtain the information by direct questioning in one to three speci- 
fically designated appointments. 

It is impossible for the physician to get an accurate assessment of each 
family member from the usual second-hand description provided by one member 
only, typically the mother. While it is desirable that the physician inter- 
view both parents, at time interviewing has to be done on the basis of exped- 
iency. The single-parent family, of course, is one example. Even in thid 
case, it is still worthwhile to make the effort to interview as many persons 
as possible, including the parent, the child and siblings, individually 
or in a vraiety of pairs, as well as others who may be part of an extended 
family. 

The following outline is supplementary to, not in place of, the standard 
medical history. The first categories deal with the child; succeeding cate- 
gories move on to interpersonal «and family relationships. 

I. Presenting symptom(s) (problems). 

A. Describe as succinctly as possible in your own (parents') words. 
II. Course of symptoms. 

A. Time of onset, if possible. 

B. Describe symptoms since onset. 

C. What thing (s) made you decide to seek help now? 

D. Any additional symptoms? 

III. Past History ~ any previous psychological or behaviotal problems? 
Illnesses? Operations? Family's reactions to these events? 
IV. Psychological inventory of child. 

A. School adjustment. 

1. As described by child. 

2. As described by each parent. 

3. Teacher's report on academic and social adjustment. 

4. Academic and psychological testing already done by school. 

B. Interpersonal relationships. 

1. With peers. 

2. With siblings. 

3. With mother. 

4. With father. 

5. With significant others. 
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C. Activities and interests. 

1. Energy level 

2. Moods and mood changes. 

3. Sleep and eating patterns. 

4. Playtime interests and activities. 

5. Sex education to date. 

6. Habits 

7. Bodily concerns. 

8. Description of a typical day. 
V. Psychological inventory of family. 

A. The parents. 

1. Date and reasons for marriage. 

2. The development of the relationship. 

3. Current feelings about one another. 

4. Financial adjustment and employment history. 

5. Sexual adjustment. 

6. Contraception and family planning. 

7. Attitudes about discipline. 

8. Feelings toward this child. 

9. Feelings toward the siblings. 

10. Any separations, actual or contemplated. 

11. Religious background. 

B. The Grandparents. 

1. Current health and social adjustment, 

2. Relations to this child and the family. 

C. The siblings. 

1. Names and ages. 

2. Current health and social adjustment. 

3. Relationship with this child. 

D. Housing. 

1 . Neighborhood charac ter . 

2. Number of moves. 

3. Current amount of space in the house. 

4. Sleeping arrangements. 



The physician may also find certain screening questions helpful to use in 
conjunction with the family inventory. Samples of such questions are 
provided in Table I. 

At the time of a crisis, a review of family strengths, problems, and the 
salient features of the family inventory can be therapeutic in and of itself, 
because many families will quickly develop insight into the psychological na- 
ture of the child's symptoms and intuitively know which steps to take to 
alleviate the situation. 

Even if the family inventory does not produce an amelioration of symptoms, 
it will be useful in providing clues about causation and in the selection 
of one of the types of therapy to be described subsequently in this monograph. 
Because all behavioral and most emotional disorders are multi-determined, 
however, the physician must keep in mind that the inventory may only furnish 
leads for additional physiologic or psychologic investigation, rather than 
reveal definitive etiology. ^ 
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TABLE I 

Sample "Screening" Questions for Various Developmental 
Levels from Pregnancy 
To 8 Years of Age* 
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(A) PREGNANCY 



Examples of Questions 



1. How often do you visit with 
your parents or other family? 



Illustration of "At Risk" Response 
1. Rarely 



2. Has anything happened either before ?• My husband calls his ex-wife all 



or during your pregnancy that causes 
you to worry about the baby? 

3. Do you have any condition that you 
think might be made worse by being 
pregnant? 



the time. It upsets me terribly. 

I'm afraid it will hurt the baby. 

3. Yes, I had a kidney infection last 
year. 



4, What was your reaction when you felt 4, I don' t remember . 
life? 



5. Is your husband (the father of the 
child) much help? 

6, How would you compare the way you 
feel now with the way you normally 
feel? 



5. He's like another child to take 
care of, 

6, Everything hurts. Can't get my 
housework done. Never sleep now. 



(B) NEONATAL PERIOD (up to 4 weeks) 

Examples of Questions Illustration of "At Risk" Response 

1, Do you think you can tell your baby's 1, No, They all sound the same to me, 
cry from others? 



2, How does the baby compare with what 
you Imagined he/she would be like 
when you were pregnant? 

3, As far as you know, is everything 
OK with the baby? 



2. Very different. He's too active. 
Never gives me any peace. And 

he doesn't look like either of us. 
Wonder if it's mine, 

3, The doctor told me he was fine. 
But my girl friend lost her baby 
when he was 4 months old. Maybe 
something will happen. 



* Developed by Richard L. Cohen, M,D., University of Pittsburgh, Western 

Psychiatric Institute and Clinic, School of Medicine, Department of Psychiatry, 
Division of Child Psychiatry. 
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4, Are you getting any help with 
the baby? 

5, How has your husband (mate) react- 
ed to the baby? 

6, Are you satisfied with your abil- 
ity to take care of the baby? 



* 4, IM rather not* I really don't 
trust anyone else with him, 

5, I think he's pretty jealous of 
him. 

6. He's really a mystery to me, 
I never know what he wants. 

He keeps me running in circles. 



(C) LATER INFANCY (up to 15 or 18 months) 
Examples of Questions Illustration of "At Risk" Response 

1, Does the baby seem to know yciu? 1, I'm not sure. He smiles at me, 
How can you tell? but he smiles at everybody the 
(around 4 months) same way, 

2, What does the baby seem to be inter- 2. He's pretty quiet. He mostly 
ested in? (around 6 months) likes to look at the TV, 

3, What does he do when a stranger 3, Anyone can pick him up. He really 
comes into the room? (about 8 months) doesn't seem to favor anybody very 

much. 

4, Does the baby like to explore things?40 Yes, but I'm afraid he'll hurt 
(about 1 year) himself, I've got most things 

put away and I keep him always 
in the kitchen or his own room, 

5, Does the baby try to get your atten- 5, No, not really very often* 
tion by other ways than crying or try 

to do things with you? 

6, Has he become fairly regular in his 6, No, Depends entirely on his 
habits of eating, sleeping, elimina- mood — or maybe mine. I never 
tion, etc.? know what the day will be like. 



(D) T(M)DLERHOOD 
tions Illustration of "At Risk" Response 



Examples of Ques 

1, What kind of toys does he seem to 
like to play with? 

2, Will he try to ask for things when 
he wants something? 



1, Well, he doesn't really have any 

of his OW-, He just uses his older 
brother's who is six. 

2* No. He points or cries. 
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3. What kinds of things can the baby 
do for himself? For instance, how 
well can he feed himself? 



4. Does he seem to say "no" a lot? 
How do you handle that? 

5. How does he act if other kids his 
age are around? 

6. How does he act if you and your hus- 
band go Out in the evening? 



3. Oh, I don't think kids can be 
expected to do much at this age. 
Besides, he makes such a mess, 
it's simpler for me to do it^ 

4. I just can't please him* Every- 
thing I do is wrong. Maybe he'll 
go through the rest of his life 
just rebelling against everything. 

5. He usually ignores them completely. 

6. He makes a real fuss. The sitter 
says it takes hours for him to 
quiet down. I guess I'm thinking 
about him the whole time we're out. 



(E) 



PRESCHOOL YEARS 



Examples of Questions 

1. What kinds of things do you still 
have to do for him? 



2. How does he act with kids his own 
age? 



Illustration of "At Risk" Response 

1. He comes to me for almost every- 
thing. He still wants me or my 
husband to go to the bathroom with 
him. 

2. He can't share. Always has to be 
the boss or he won't play. 



3. Does he(she) like to imitate father 3. No, I can't think of any examples * 



(mother)? 



of that. 



4. Does he mostly sleep through the 4. 
night? 



5. Is he showing interest in his own 5. 
body — and in his parents or 
siblings? 

6. What is he interested in? Does he 6. 
ask lots of questions or want stories 
to be read to him? 



No. He gets up a lot. He seems 
to have nightmares. Or he will wet 
the bed and then want to sleep with 
us. 

Mostly, he's afraid of getting hurt. 
If he falls or cuts himself, he crie 
a lot and asks a lot of questions 
about whether it will get well again 
He still likes to play with his 
baby toys. He avoids new things 
or new ideas. He really wants 
things to stay the same. 
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(F) 6 TO 8 YEAR PERIOD 



Examples of Questions 

1. How has he taken to the idea of 
going to school everyday? 



2. Does he like to play games with 
other kids? 



3. What does he (she) talk about being 
when he (she) grows up? 



4. What is he like when he gets 
sick? 

5. How does he act toward the baby? 



6* Hoiir does he react to doing chores 
sround the house? 



Illustration of "At Risk" Response 

1. He complains and fusses a lot. 
Full of excuses. We have to stay 
on top of him the whole time. 

2. Yes, but they don't last very long, 
He likes to change the rules if 
he's losing and they get angry 
with him. 

3. We never hear him talk about 
anything like that. I think he 
has the idea that he's going to 
stay with us forever. 

4« You never saw a bigger baby. He 
acts like a 2 year old. 

5. He's very jealous. We have to 
watch him to make sure he doesn't 
hurt the baby. 

6. We've stopped that. You have to 
nag so much that it's easier for 
us to do it. 



PERCEPTION OF ^ELF AND OTHER 



Complete the chart below, indicating how you see yourself , how your partner sees you , 
how you see your partner , and how your partner sees him/herself on the factors listed 
according to the following continuum. 



1 



Never or 
Almost Never 
True 



Usually 

Not 

True 



Sometimes But 

Infrequently 

True 



Occasionally 
True 



Often Usually 
True True 



Always or 
Almost 
Always True 



I See 
Me 



Other 
Sees Me 



I See 
Other 



Other 
Sees Self 



1. Self-Reliant 



2. Yielding 



3. Helpful 



4. Defends Own Beliefs 



5. Cheerful 



6. Moody 



7. Independent 



8. Shy 



9. Conscientious 



10. Athletic 



11. Affectionate 



12. Theatrical 



13. Assertive 



14. Flatterable 



15. Happy 



16. Strong Personality 



17. Loyal 



18. Unpredictable 
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I See 
Me 


Other 
Sees Me 


I See 
Other 


, Other 
Sees Self 


19. Forceful 










20. Feminine 










21. Reliable 










22. Analytical 










23. Sympathetic 










24. Jealous 










25. Supportive 










26. Has Leadership Abilities 










27. Sensitive to Others' Needs 




• 






28. Truthful 










29. Willing to Take Risks 










30. Understanding 










31. Secretive 










32. Makes Decisions Easily 










33. Compassionate 










34. Sincere 










35. Self-Sufficient 










36. Eager to Soothe Hurt Feelings 










37. Conceited 










38. Dominant 










39. Soft-Spoken 










40. Likable 










41. Masculine 










42. Warm 










43. Solemn 










44. Willing to Take a Stand 
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I See 
Me 


Other 
Sees Me 


I See 
Other 


Other 
Sees Self 


45 • Tender 










46. Friendly 










47. Aggressive 










48. Gullible 










49. Inefficient 










50. Acts as a Leader 










51.- Childlike 










52. Adaptable 










53. Individualistic 










54. Does Not Use Harsh Language 










55. UnsysteiAatic 










56. Competitive 










57. Loves Children 










58. Tactful 










59* Ambitious 










60. Gentle 










61. Conventional 










62. Speaks Freely About His /Her 
Feelings 










63. Defensive 










64. Accepts Others' Ideas 










65. Responsive to messages 











o 
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A. STRENGTHS 



B. ADDITIONAL INFORMATION NEEDED 



1. 


1. 


2. 


2. 


.3. 


3. 


4. 


4. 


5. 


5. 


6. 


6. 


7. 


7. 


8. 


8. 


9. 


9. 


10. 


10. 



C. SERVICE NEEDS D. APPROPRIATE PROFESSIONALS 
■ (Circle Allied Health) 



1. 1. 

2. 2. 

3. 3. 

4. ^ 4. 

5. 5. 

6. 6. 

7. 7. 

8. 8. 

9. 9. 
10. 10. 



CASE STUDY #1 



Mary, age eight, is in second grade, lives with her divorced mother. 
She has controlled seizures and asthma, and misses a great deal of school. 
Truancy reports continue to be filed by the school system. Protective' services 
has been involved for two years. 

Mary's mother resents county interference and feels she is the tnest 
judge of whether the child should attend school. Mary's mother has recurring 
mental health problems which require hospitalization. She says other people 
are not going to tell her how to raise her child. She has no car and does 
not live on a bus line. Few friends and family members are available for 
support. Mother tells different stories to various helpers regarding what 
is wrong with Mary. 
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CASE: 






1 

•A. STRENGTHS 


B. 


ADDITIONAL INFORMATinN NFFnPn 


« 1. 


1. 




.2. 


2. 




3. 


3. 




4. 


4. 




5. 


5 




6. 


u • 




7. 


7 




8. 


8. 




9. 


9. 




10. 


10. 




C. SERVICE NEEDS 


D. 


'APPROPRIATE PROFESSIONALS 
fCirrlp All IpH HPAlth^ 


1. 


1 




2. 


2 




3. 


3 




4. 


4. 




5. 


5. 




6. 


6. 




7. 


7 




8. 


8. 




9. 


9. 




10. ^ . 


10. 
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CASE STUDY #2 
(Direct letter from a mother) 

Our Mark is eleven years old, and has downs syndrome. He is the 
youngest of seven children and lives at home. 

He has ntft been a hardship except for monetary services. He attends 
special classes in public school. 

When he was born ARC suggested psychologist services ($10.00 per 
visit - no visits = $1,100.00). 

Maybe an exercising stimulating the brain at $10.00 per visits - 
100 visits = $1,000.00). 

Montessori would benefit him also at $10.00 per visit = $360.00. 
(This was truly the best.) 

The Public Schools, heavens a nightmare. He's born an idiot 
and they make sure and prove it--that is free. 

. To better his education, pay $160.00 per month x 12 = $1,930.00 per 
year. 

All I want is for him to be trained to read, print, and be accepted 
socially with well manners. 

We applied for SSI and received it only to find out one year later 
my husband earned $100.00 over the limit. We are still repayina the 
payments plus schooling, plus all medication. That sure is the pits. 

What really can you do to help. We need action to help the family 
out and to keep the exceptional child hone. 
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CASE: 



A. STRENGTHS 



1. 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
9. 
10. 



B. ADDITIONAL INFORMATION NEEDED 

1. 

2. 

3. 

4. 

t 

5. 
6. 
7. 
8. 
9. 
10. 



SERVICE NEEDS 



1. 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
9. 
10. 



D. APPROPRIATE PROFESSIONALS 
(Circle Allied Health) 



1. 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
9. 
10. 
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CASE STUDY #3 



Jane, 21, is moderately retarded, moderately overweight, and lives in a 
foster home. Her parents have been unable to care for her for the past six 
years. Jane is graduating in June from the local high school class for the 
educable mentally retarded. She requires constant supervision and has 
several behavior problems which her foster home has managed for five years. 
She is hyperactive, loses her temper easily, requires supervision of all 
personal self care skills, and occasionally bites people. 

Her foster mother is moving and requesting Jane be moved in June to 
another foster home. County social services have arranged for ARC to be 
her guardian. 

After numerous attempts, social services has been unable to find a 
foster home within the county or surrounding counties. The state institu- 
tions for DD have denied her admission, saying she is not appropriate. There 
are no openings in local group homes. 
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CASE: 

A. STRENGTHS B. ADDITIONAL INFORMATION NEEDED 

1. 1. 

2. 2. 

3. 3. t 

4. 4. ' ' 

5. 5. 

6. 6. 

7. 7. ■ 

8. 8. 

9. 9. 
10. 10. 



C. SERVICE NEEDS D. APPROPRIATE PROFESSIONALS 
(Circle Allied Health) 

1. 1. 

2. '2. 

3. 3. 

4. 4. 

5. 5. 

6. 6. 

7. 7. 

8. 8. 
9.. 9. 

10. 10. 
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CASE STUDY #4 



John, ape seven, lives at home with his parents and two brothers 
aged 5 and 9. 

John attends a local public school and is enrolled in a special 
class for emotionally disturbed children. He is havina numerous 
problems in school. He t^^equently leaves the buildinn on his own and 
throws temper tantrums. A variety of educational specialists and the 
school psychologist are all involved. The parents and John receive 
counseling from the Department of Social Services, but are extremely 
frustrated and ready to "give up on John." 
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CASE: 



^ STRENGTHS B.. ADDITIOMAL INFORMATION NEEDED 

1. 1. 

2. 2. 

3. 3. 

4. 4. ■ • 

5. 5. 

6. 6. 

7. 7. 

8. . 8. 

9. '9. 
10. 10. 



SERVICE NEEDS D. APPROPRIATE PROFESSIONALS 
. (Circle Allied Health) 



1. 1. 

2. 2. 

3. 3. 

4. 4. 

5. 5. 

6. 6. 

7. 7. 

8. 8. 

9. 9. 
10. ' 10. 
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CASE STUDY #5 

Kyle lives at home with his parents who have devoted eight years to 
his well being. 

Kyle has cerebral palsy, microcephaly and mental retardation. 

Kyle is an eight year old, non-verbal, non-toilet-trained child who is 
very personable and outgoing with those he is familiar with. 

He attends the local public school special education classes. 

Because Kyle has been primarily dealt with on an individual one-to- 
one basis, he demonstrates frustration when self-directed activity is 
expected of him. When attention is given another child (i.e., feeding), 
Kyle will often prompt personal attention (i.e., dropping his spoon as 
though unable to feed himself). 

Kyle has limited attention span. He is not able to imitate sounds 
other than b, m, and k, or the vowels, after three years of speech therapy. 

Due to Kyle's heel cord lengthening, he ambulates with a foot slap. 
Kyle's feeding skill s are 1 imi ted because of incoordination. Fine motor 
activities are being worked on at the present time. 

Kyle has difficulty sitting at 90 degrees. His physical therapy 
program consists of stretching exercises three times a week. 
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A. STRENGTHS 



B. ADDITIONAL INFORMATION NEEDED 



1. 


1. 
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2. 
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3. 
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5. 


5. 
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C. SERVICE NEEDS D. APPROPRIATE PROFESSIONALS 
(Circle Allied Health) 
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3. 
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6. 


6. 


7. 
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8. 
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9. 


9. 


0. 


10. 
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CASE STUDY #6 

Gertrude is 20 years old and is mildly-high moderate retarded. She 
lives at home with her parents in a rural area, seventy miles from an urban 
area. She first came to the attention of the county social services aqency 
due to her drinking, promiscuity, and her involvement in a series of 
thefts. She was in jail until the trial, found guilty, placed on probation 
and returned to live with her parents. 

Gertrude is able to speak, take care of herself, and go into the 
comnunity with supervision. She loves records and money. She has been 
sexually active since age 15 with a variety of men.- Gertrude's parents 
are concerned but are conservative and have taken no steps to prevent 
pregnancy. 

Gertrude's parents contacted the local social services department who 
indicated they had no suggestions to solve these problems. The county 
social services agency stated they had a waiting list at the guidance clinic 
for counseling. The clinic is seventy miles away. 
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CASE: 

A . STRENGTHS 
1. 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
9. 
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C. SERVICE NEEDS 

1. 
2. 
3. 
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5. 
6. 
7. 
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9. 
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B. ADDITIONAL INFORMATION NEEDED 
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3. 
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5. 
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9. 
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D. APPROPRIATE PROFESSIONALS 
(Circle Allied Health) 

1. 
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3. 

4. 
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6. 

7. 

8. 

9. 
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2b I 



CASE STUDY #7 

A fo\jr year old boy, Li, a Viet Nam refugee, was removed from the 
home of his sister and brother-in-law because of child abuse. Li speaks 
very little English. He has been in this country three months. Sponsors 
were found by a local voluntary agency to act as foster parents. The 
Court has ordered counseling for the sister and brother-in-law. 

The county social services department has the responsibility to 
arrange for counseling. A worker in the agency has been assigned as 
counselor. Another worker in the agency was previously involved in 
finding the foster parent sponsor. Li has recently begun acting up 
and causing problems since he arrived at the foster home two weeks ago. 
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B. ADDITIONAL INFORMATION NEEDED 



C. SERVICE NEFOS D. APPROPRIATE PROFESSIONALS 
: (Circle Allied Health) 



1. 1. 

2. 2. 

3. 3. 

4. 4. 

5. 5. 

6. 6. 

7. 7. 
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CASE HISTORY #8 

Sally, age two, lives on a farm in rural Wisconsin with her parents. 
She has Down's Syndrome and has lots of respiratory problem^, jespecially 
during the winter. When these problems are under control, she's a very 
pleasant .child. 

Sally started cutting teeth when she was 13 months old and now has 8 
teeth. Her mother has kept her on the bottle sul^plemented with cereal and fruit 

Sally only started sitting up when ^she was 20 months old. 

Sally's parents' only outside contact is with Sally's widowed arandmother. 

Grandmother saj's Sally wijl always be a baby.* 

Sally's parents would like to have another child but are not sure if 

» 

they should. They have not asked the doctor ""what he thinks because they are 
afraid he will want to take Sally away from them^. The doctor wanted Sally 
put in an institution at birth. They only see the doctor when necessary 
for Sally's respiratory problems. 
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CASE HISTORY #9 



Stacee, 26 mos. ol^. Lives with parents and 3h year old sister in a rural 
area. 

Her sister has been throwing temper tantrums the past 6 months. 
Stacee has Cerebral Palsy, Spastic Quadriplegia with Athetosis. 

Intelligent, non-verbal girl who expresses herself with her eyes, 
gestures, and a few sounds. 

At age 11 months was seen in the Cerebral Palsy Diagnostic and 
Evaluation Clinic. Members of the evaluation team include neurodevelopmentally 
trained occupational, physical, and speech therapists, pediatric neurologist, 
pediatric orthopedic surgeon, opthalmologist, audiometrist, and is headed by 
a pediatrician who specializes in cerebral palsy. A neurodevelopmentally 
trained occupational therapist who will provide therapy and support to the 
family in the home between clinic visits is also present with the family during 
diagnostic and follow-up visits. 

•The home therapist visited the family within a week following the init- 
ial evaluation to answer questions and establish a schedule to visits. 

During the past 15 months, the therapist has shown and assisted the 
parents with: 

-handling ""and positioning techniques to allow increased 
movement and improved function. 

-feeding skills, techniques to facilitate oral develop- 
ment and oral motor control. 

-rolling with rotation skills. 

-suggestions for sitting and standing stabilization. 

Stacee is rapidly acquiring new skills in the area of communication. 
Her father has been extremely helpful in adapting and building equipment for 
Stacee. 
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CASE STUDY #10 



John is a bright, highly social^ six-year old whose birth defects have 
resulted in a severe speech problem which may be affecting his adjustment 
in school. He has associated visual, hearing and motor problems. The 
following observations were made by the Multiclinic Treatment Team. 

Psychology 

John's teacher indicated that in the classroom lie, evidenced difficulty 
in attending. He is highly distractable, wanders around the room 
visiting with friends, and does not work well independently. 

John's father stated that there were no psychological problems with 
John, and that problems his teacher reports are a function of John's 
age. 

Audiology 

John has a history of middle ear problems and accompanying hearing loss, 
beginning approximately at age two or thrfee. 

Genetics 

John's syndrome can be defined as a median cleft face syndrome which 
can be seen in the face as hypertelorism, cleft lip, palate and nasal 
groove defects. This s3mdrome is usually sporadic but some autosomal 
dominant, chromosomal abnormality and polygenically inherited (many 
genes involved) syndromes have similar features. 

John's father was interviewed about the family history. Since he was 
adopted he has no information about his side of the family. No incidence 
of cleft palate or similar facial abnormalitiies were recorded on the 
mother's side of the family. 

Therefore, John's syndrome is most likey a sporatic incident, with little 
risk of recurrence in other offspring of these parents. 

Occupational Therapy 

John was reported by the teacher to "need improvement in skills like 
handwriting, coloring, cutting, and pasting," Therefore, in occupational 
therapy he was given several tests to evaluate his fine-motor coordination 
and other neurological tests relating to fine-motor coordination. Other 
tests given to John indicated he seems to have problems with motor plan- 
ning, i.e., knowing where and when to move his limbs, that would contributi 
to the gross motor problem. 

Speech Pathology 

John's speech is unintelligible much of the time. Contributing to the 
unintelligibility is a significant degree of hypemasality and nasal 
emission (due to escape of air through the nasal passageway) and 
misarticulations of several phonemes. 



UNIT V: REFERRAL 
GOALS AND OBJECTIVES 



Information Exphange and the Referral Process, 
Part II: Networking Strategies ^ 



Purpose ; 



To have participants define the problem for referral and identify 
the steps to be taken in making an appropriate referral. 

Specific Objectives : 

Through the case study activity, participants will: 

1, Be able to define the problem; 

2, Identify appropriate referral services; and 

3, Describe referral and follow-up procedures 

for children and youth with various handicapping 
conditions. 

In addition, at the conclusion of this session, participants should 

1. Be more sensitive to others' perceptions of the Allied Health 
professional's role in child-tind, referral, and advocacy 
initiatives. 

2. Become more willing to cooperate with other health-related 
services and education professionals in providing health 
and education-related services for children and youth with 
handicapping conditions. 

3. Be more sensitive to the need to utilize the parents' 
expertise and to work closely with them in making 
recommendations for referrals. 

4. Be more sensitive to and understand the ethical considerations 
in the referral process. 




REFERRAL PROCESS AND STRATEGIES 



Referral Resources 

A. Know the referral process in your agency 

1. Who is the referral contact? 

2. How do referrals go out of your agency? 

3. How do referrals come into your agency? 

4. l-Jhat forms are used for referrals? 

5. How are follow-ups processed? 

B. Make a list of local resources 

1. General/generic resources 

a. day care for working mothers 

b. local physicians, dentists 

c. YMCA, Big Brothers/Sisters 

d. etc. , etc. 

2. Specialized resources 

a . special ed . classes 

b . respite care 

c. disability organizations (e.g. , Assn 
for Retarded Citizens) 

d. home trainers 

e. etc. , etc. 

C. Develop card file on resources 

1. List organization and contact name 

2. Telephone numbers and hours of service 

3. List services provided 

4. Additional information that would be helpfu 
to parent 
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D. Know referral process of resources to be used 

1. VTho is the contact per son (s)? 

2. What forms/ letters do they require? 

3. How responsive is the agency? 

4. What is their follow-alonp policy? 

II. Informal Referral • in this ptocess the information 
on resources is provided to the parent, but the 
responsibility is on the parent to make contact and 
follow through. 

A. Inform parent of generic services available in 
community, in general terras. 

B. Inform parent of specialized services available 
in community, in general terms. 

C: Give the parent specific information (i.e., contact 
name and telephone number) on generic services. 

D. Give the parent specific information (i.e., contact 
name and telephone number) on specialized services. 
III. Formal Referral - in this process the responsibility 

is both on the parent and you as the referrer. 

A. Offer to contact generic services for the parent 
(by telephone) . 

B. Offer to contact specialized services for the 
parent (by telephone) . 

C. Formal referral - letter or referral farm. 
IV. Referral Process 

A. Who is going to take the child to the referred 
agency (you, parent, both)? 
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B. Release of information 

1. Be specific of what information is needed. 

2. Don't ask for more than necessary. 

3. Remember - parents have feelings, need for 
privacy, and are proud folks. 

4. Confidentiality - please remember to get 
parent permission to share information about 
their child . 

5. Release Forms - they must b^ signed and dated. 

C. Parent's role in referral process 

1. Involve parents all the way. 

2. Help parents ^understand services available 
and how to obtain them. 

3. Listen to parents in understanding needs of 
child. 

4. Remember - Remember 

a. it is not easy for parents to be told 
they have a child with special problems 

b. parents may refuse a referral for testing, 
etc., because of previous bad experience 

c. you see the child a short time and parents 
have the rest of the day 

V. Follow up on Referral 

A. Parent may call you back 

1. To thank you 

2. To express negative thoughts 

3. To get clarification of information received 

4. To get referral to another resource 

5. Just to talk 
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B. Your responsibility 

1. Check with referral agency 

a. see if parent ahowed up 

b. see if additional information is needed 

c. general reaction to referral 

2. Check with parent 

a. general reaction 

b. que St ions /concerns 

c. additional assistance needed 
IV. Resources - refer to notebook 

A. National organizations/agencies 

B. Regional agencies 

C. Staff organizations/agencies 

D. Local organizations/agencies 
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UNIT V: REFERRAL 
GOALS AND OBJECTIVES 



General Session IV: Information Exchange and the Referral Process, Part II 

Networking Strategies (continued) 

Purpose ; 

To provide information regarding appropriate strategies for making 
a referral, including referral sources for children with specific 
handicapping conditions. 

Specific Objectives :^ 

At the conclusion of this session, participants should: 

1. Be able to identify referral sources within their particular 
health facility and community. 

2. Understand and be able to implement procedures ' for making 
referrals for appropriate educational and health-related 
services, consistent with their professional role. 

3. Be able to identify local, regional, and national resources 

for services for children and youth with handicapping" conditions 
and their families. 

4. Be able to identify their state's special education programs, 
policies, and procedures for providing services to children 
and youth with handicapping conditions and their families. 

5. Be able to identify and utilize networks of community, parent, 
and disabled consumer groups to assist and support parents 
and siblings of handicapped children and youth. 

6. Understand and be able to clearly communicate with parents 
and their handicapped child/youth about state and federal 
legislation, their rights under the legislation", and available 
education and health-related services in their community. 

7. Understand and be able to facilitate the parents' invoivement 
throughout the referral process. 
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- UNIT V: REFERRAL 
RESOURCES 

Chapter on "Referral" from: When You Care for Handicapj>ed Children , 

Listing of National, Regional and State organizations concerned with 
handicapped citizens. 

State Age Requirements for Educating Handicapped Children & Youth. 

Facts You Should Know about Tax Deductions for your Handicapped 
Child, by the Parent Information Center. 



/ 
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REFERRAL 




^Toom: When You Care for Handicapped Children > Reproduced with permission 
of Texas Department of Human Resources, Family Self-Support Branch. 




mPORTilNT 

As a child care provider you will probably 
have occasions to refer parents and their chil- 
dren to other agencies. You may need to refer 
children for child assessment, health services, 
therapy services and/or educational testing ser- 
vices. 

To prepare yourself, you will want to 
make a referral list, know where to locate 
agencies for referral and know the procedure to 
follow when making a referral. Such informa- 
tion will help in obtaining the best services 
quickly and with the least amount of confu- 
sion. When referring children it is also impor- 
tant for you to involve the parents in the refer- 
ral process. 
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IdMtlfyliig Local ProcodnrM 

Before making a referral, find out if a re* 
ferral procedure has already been developed 
for you. Many agencies and programs have a 
special support staff to identify resources and 
to assist parents. In some programs the center 
director or day home supervisor may handle re- 
ferrals. In still other instances the direct care- 
giver may be the one who handles the referral 
process. 



If your procedure requires another individ- 
ual to make the referral or do some prelimi- 
nary testing you will want to meet with that 
person to share your concerns and observations 
about the child, and to talk about the reason 
for referral. The other person may also ask you 
to have the parents sign a permission for test- 
ing. Because you may be the one the parent 
knows, you can help by introducing the parent 
to the support staff. 
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setting Up a File 
ol S*nrica Agencies 

In some cases there may not be an estab- 
lished referral procedure or a support staff. 
You may be the one to refer the parent for as- 
sessment. and services. So that both the child 
and family receive the best help possible, be 
sure you have information about all the ser- 
vices available to families in your community. 
There may already be a general source for 
making a referral list, such as a directory from 
a local public agency. The center director, your 
supervisor, program nurse, social worker or 
other caregivers may know places in your com- 



munity wher« children can be referred/ For day 
care staff who are not based in a center, the 
public health nurses, local doctors and Depart- 
ment of Human Resources staff are valuable 
sources of referral information. 

Because of Law 94-142, the first referral 
agency you should include on your list is the 
local public school. Local public schools now 
provide assessment for potentially handicapped 
children from age 3 through 21. For deaf, blind, 
and deaf/blind children these services are pro- 
vided from birth. If a child is assessed by the 
public school and found to be handicapped, 
the school will provide the services that child 
needs. 
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In making your own referral list, one con- 
venient method is to write the name and ad- 
dress of each community agency or service 
group in your area on a 3 x 5 inch card. Ar- 
range the cards in alphabetical order and place 
them in a box. With this method you will be 
able to refer quickly to the card when necessary. 
You can also group cards together by topic. 
For example, group together the names of agen- 
cies that provide counseling or those agencies 
that can help with medical bills, and so on. 



The examples of referral cards show ways 
to list the information. Check with each agency 
or group on your referral list each year to be 
sure you have correct information. Remember 
to put down the address, telephone number, 
office hours, cost, eligibility criteria (whether 
parents must be in a certain income bracket to 
receive services), contact persons, and any spe- 
cial information you may need. The last part 
of this chapter provides a list of resources for 
assessment and services at the local, county, 
state, and national levels. 



Sample Referral Card by Topic 




Sample Referral Card by Agency 
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Conmraiilcatlng with 
the Rofenal Agency 



Once you have identified the resources in 
your community you will need to be able to 
communicate with these agencies and use them 
effectively. You will first want to become fam- 
iliar with each agency's referral procedure. You 
may then want to develop a referral form that 
you can send to the agency explaining your rea- 
son for referral and telling how to contact you 
for further information. 

Knowing the referral procedure at each 
agency will save you and the parent much time 
and frustration. If you know the procedure you 
will also be better able to prepare for the refer- 
ral and give parents the support they need. The 
following is referral information that you will 
want to obtain and write down on the 3x5 
card. 

1. Contact person in agency. 

2. Days and times that referrals or intake ap- 
plications are taken. 

3. Documentation (birth. certificates, Medicaid 
Card) a parent will be required to bring on the 
first visit. 

4. Approximate amount of time referral or 
first appointment will take. 

5. Whether or not a referral form needs to be 
filled out before the first visit (some agencies 
want you to c^ll in your referral so that they 
can send you and/or the parent a referral form 
or questionnaire to fill out before coming). 
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If the agency you arc referring to has not 
asked you to complete a referral form, you 
may want to send them one of your own. A re- 
ferral form is a means of communication. It is 
a way of telling the referral agent what you 
have already observed, what your concerns are 
and why you have referred the child or family. 
The most important information to include is a 
description of the behavior which made you 
feel the child needed special services. You may 
have results from a screening instrunient or 



checklist. This information should be written 
down and shared with the person who will 
work with the child. Be sure to have signed per- 
mission from the parents to share such in- 
formation, since it is confidential. 

You will also want to include your name, 
address and phone number so the referral agent 
can contact you if there are additional ques- 
tions or suggestions. See the Referral Form ex- 
ample for more details. 



REFERRIIL FORM 



To 
Atten 
From 



Date 

Child's Name 

Child's Sex Child's DOB 

Reasons for Referral 



Follow-up Comments and Date 



Signature 
Position 
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Nakiiig th* B«f •rral 

Once you have gathered information 
about who the referral agencies are, what ser- 
vices they provide and how to refer to them, 
you are ready to make referrals. The first step 
in the referral process is conferring with the 
parents about your intentions. (See the section 
on Involving Parents which follows.) During 
this conference you will also want to decide 
who will have the primary responsibility for 
taking the child to the other agency for assess- 
ment or services. This may occur in the follow- 
ing ways: 

• Parent takes child. 

• Caregiver takes child. 

• Parent and caregiver take child. 



After you have decided who will take the 
child to the agency, you should ask the parents 
to sign a release form allowing you to share in- 
formation about their child with the agency. 
An example of a release form is provided. 

Remember, any screening, testing or other 
educational information you have abouf'a child 
is confidential! The parent must give ypu writ- 
ten permission to share that information before 
you talk to the staff at a referral agency. Talk- 
ing about a child's abilities or progress to per- 
sons outside pf your program without parent 
permission is very risky. All information about 
a child's abilities must remain confidential un- 
less you have parental permission to share it. 



^ 
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RELEASE FORM 



Date.^ 

TO WHOM IT MAY CONCERN: 

This is to authorize . 

to forward all records concerning testing, academic performance, health information 

and diagnosis, psychological evaluations and other information as listed, 

^ 



for my child 

These records are to be sent to: 



Signature Of Parent Or Guardian 



mVOLVING PARENTS 

When planning to refer a child it is impor- 
tant to involve parents from the very begin- 
ning. Remember that you may only serve a 
child for a short period of time. If you meet all 
of the child's needs without involving the par- 
ent, you have not taught the parent how to as- 
sist the child once the child is out of your care. 
One of your goals should be to help the parent 
become confident in asking for services their 
child needs and become acquainted with proce- 
dures for doing so. 

Also, remember that parents are your 
partners in working with children. They are 
concerned about their child's welfare. Depend- 
ing on the nature of a referral, parental reac- 
tions may vary. In each case you will need to 
think of the effect of your request on parents. 
You will want to present your request and in- 
formation in the most supportive manner to 



help gain the parents' cooperation. 

When you schedule a parent conference, 
keep in mind that parents, because they love 
their child and have plans for the future, fre- 
quently become upset if someone calls their 
child **retarded" or **disturbed." A label does 
not really tell you or the parent anything about 
how to work with the individual child. 

Parents may refuse to have their child 
tested or referred for special help because of 
unpleasant experiences they may have had in 
the past. They may have another child who was 
tested and treated unfairly in the past. It is only 
natural for parents to object Xo letting this hap- 
pen again. Sometimes parents had their child 
tested and then were not told' the results of the 
test. You must remember that having a child 
tested or being told there is a need for special 
help is not easy for parents. They will be con- 
cerned about how the child does on the test. 




They want to know what others think about 
their child and about their child's future. 

When you wish to make a referral or ask 
permission fpr testing, the parents will want to 
know why. Be prepared to explain with exam- 

• pies of the child's behavior and progress at the 
center or day home. This will help the parents 
understand the need for special services or test- 
ing. When you describe the child's actions re- 
member that it does not help you, the parents, 
or the child to say things like, just can't 

- handle Suzie anymore." This may be true, but 
it is more helpful to give specific examples of 
the kind of problems the child has. 



For example, you may tell the parents, ''Every 
time we start a new activity, Suzie becomes up- 
set/' Or you can say, **Bobby has trouble 
learning color names, counting to five, and 
telling a square from a circle/' 



The most important thing to remember 
when you talk to parents about their child is to 
talk about what he or she can and cannot do, 
never about what you think might be wrong. 

For example, rather than telling parents their 
child is hyperactive or immature, you might 
say, ''Kathy can stay with one activity for only 
two or three minutes, and she cries frequently/' 
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Explain to the parents that your goal in re- 
ferring the child is to discover the specific areas 
in which the child has trouble and the areas in 
which the child can succeed. Then you will be 
able to teach in a way which will help the child 
learn. Explain how the results of testing will be 
used. Assure the parents that you will try to 
answer any questions they may have. 

If support staff is not available through 
your program, contact the local school district, 
university or one of the associations for the 
handicapped to see if someone is available to 
consult with you and the parents about special 
services and testing. If you are part of a day 
care program, you may be able to request staff 
training in this area. 

When parents give their permission for 
testing or special help, be sure to keep them in- 
formed about what is being done. After the 
child has been tested, arrange a meeting be- 
tween the parents and the person who did the 
testing or someone who can explain the test re- 
sults. Or, if the child receives services such as • 
speech therapy, let the parents know you have 
talked to the therapist, who has suggested ways 
for you to help the child. Remember that the 
parents are concerned about their child and 
have a right to know the results of testing, any 
special instruction or therapy planned, and 
how the child progresses. 

Sometimes, however, you will meet par- 
ents who will not give permission for testing or 
special help, no matter how hard you try. You 
must remember that parents have the right to 
decide what is best for their child. Besides, test- 
ing is only one method of finding out how a 
child learns. If testing is not possible, careful 
observation of the way a child responds to dif- 
ferent tasks at the center or day home may give^ 
a caregiver as much information about how a 
child learns as can be obtained from informal 
tests. 



ERLC 



31 



14 



National Organizations 
Concerned with 
Handicapped Citizens 



This list of national organizations is not meant to 
be comprehensive, but rather Includes some of the 
prbmlnent organizations whose efforts focus on Im- 
proving the quality of life for disabled people. 

Voluntary 

American Association of Mental Deficiency 
5101 Wisconsin Ave., NW, Suite 405 
Washington, DC 20016 
(202)686-5400 

American Association of University Affiliated 
I'rograms (AAUAP) 
2033 M St., NW, Suite 406 
Washington, DC 20036 
(202)333-7880 

American Coalition of Citizens with Disabilities 
(ACCD) 

1200 15th St., NW, Suite 201 
Washington, DC 20005 
(202)78S4265 

American Occupational Therapy Association 
6000 Executive Blvd., Suite 200 
Rockville, MD 20652 
(301) 770-2200 



Closer Look 
Box 1492 

Washington, DC 20013 
(202) 833^4163 



Council for Exceptional Children 
1920 Association Dr. 
Reston, VA 22091 
(703)620-3660 



Joseph P. Kennedy, Jr. Foundation 
1701 K St., NW, Suite 205 
Washington, DC 20006 
(202) 331-r/31 



Mental Health Association 
10609 Glenwild Rd.^ 
Rockville, MD 20852 
(301) 593-1458 

National Association of Private Residential 
Facilities for the Mentally Retarded 
6269 Leesburg Pike, Suite B-5 
Falls Church, VA 22044 
(703)536-3311 



National Center for a Barrier Free Environment 
Infonmation Clearinghouse 
11811 Riders La • 



Reston, VA 22091 
(703) 620-2731 



National Easter Seal Society 
1435 G St., NW, Suite 1032 
Washington, DC 20005 
(209 347-3066 



QovarraiMfitil 

Architectural and Transportation Bartlers 
Compliance Board (ATBCB) 
Office of Public Infonmation 
Washington, DC 20201 
(202) 245-1591 .'. 

Council for Sta^e AdministFators of Vocational 
Rehabilitation 
1522 K St., NW, Suite 610 
Washington, DC 20005 
(202) 63&-4634 



National Association of Coordinators of State 
Programs for the Mentally Retarded 
2001 Jefferson Davis Hwy., Suite 806 
Ariington, VA 22202 
(703)9200700 

National Association of State Mental Health 
Program Directors 
1001 3rd St., SW 
Room 113 

Washington, DC 20024 
(202)554-7807 

President's Committee on Employment of the 
Handicapped 
1111 20th St., NW 
Washington, DC 20036 
(202)653-5044 

President's Committee on Mental Retardation 
Regional Office Building 
7th and D St., SW 
Washington, DC 20201 
(202) 245-7596 
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West Virginia 

Mountain State Epilepsy League 
1319 Sixth Ave. 
Huntington, WV ZIP?? 

West Virginia ARC 

Union Trust Building, Room 400 

Parkersburg, WV 26101 

UCP of West Virginia, Inc. 
P.O. Box 1561 
Charleston, WV 25326 

NSAC Contact: 

Quintin Decl<er, President 

P.O. Box 8152 

South Charleston, WV 25303 

West Virginia Advocates for the Developmentally 

Disabled, IrK. 
1021 Quarrier St., Suite 41 1 
Charleston, WV 25301 



Wisconsin 

Wisconsin Epilepsy Association 
1245 East Washington Ave. 
Madison, Wl 53703 

Wisconsin ARC 
2700 Laura La 
Middleton, Wl 53562 

UCP of Wisconsin 
315 West Gorham 
Madison, Wl 53703 

NSAC Contact: 

Ms. Renee Ramsdell, President 
4333 Liiac La 
Madison, Wl 53711 



Wisconsin Coalition for Advocacy, Inc. 
2 West Mifflin, Suite 200 
Madison, Wl 53703 



Wyoming 

Wyoming Chapter, EFA 
P.O. Box 1187 
Lander, WY 82520 

Wyoming ARC 
P.O. Box 1205 
Cheyenne, WY 82001 
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UCP Contact: * 
Ms. Pat Geesey 
1130 Third West 
Kemmer, WY 83101 



Developmental Disabilities Protection and 

Advocacy System (DD/PAS), Inc. 
506 Hynds Building 
Cheyenne, WY 82001 



Guam 



Marianas ARC 
P.O. Box 7358 
Tamuning, GU 96911 

Advocacy and Protective Services for the 

Deveiopmentally Disabled 
Marianas Association for Retarded Citizens 
P.O. Box 7358 
Tamuning, GU 96911 



Puerto Rico 

Epilepsy Society of Puerto Rico 
Ruiz Soler 
Calle Marginal-Final 
Bayamon, PR 00619'. 

Puerto Rico ARC 
GPO Box 1904 
San Juan, PR 00936 

NSAC Contact: 

Elba Stephens, President 

Pedro A. Bigay 31 3-D 

Urb. Baldrlch 

Hato Rey, PR 00918 

Protection and Advocacy 

Puerto Aico Department of Consumer Affairs 

Minillas Governmental Center, North Building 

P.O. Box 41059 

Santurce, PR OOOGd 



Virgin Islands 

Virgin Islands DD Council 

MCH, CC, & DD Services 

Estate SLOB 

Chrlstianstad 

St. Croix, VI 00620 

Committee on Advocacy tor the Developntentally 

Disabled, Inc, 
P.O, Box 734 
Fradericksted, St. Croix 
U.S.A. VI 00640 
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IN FORMA TION FROM • 





A Project of th« Psrwita' Campaign tor Handk:appad ChNdran and Youth 



Box 1402 
WaMnglon. O.C. 20013 



THESE ORGANIZATIONS CAN HELP YOU 



In recent years, groups organized by parents of handicapped children and 
by disabled adults have been trailblazers in, the movement to win full 
acceptance of people with handicaps as members of the human family. These 
organizations have grown strong through the determinatlron of their members. 
Parents have helped other parents, adults with disabilities have joined to- 
gether in advocacy, and all have worked to overcome obstacles of indiffer- 
ence and ignorance. By beaming the public spotlight on severe problems, 
working for reform and demanding that society respond, they have created a 
force that has scored remarkable victories ~ in legislation, in better ser- 
vices, in a more open and aware society. 

This list of major national organizations is a source of information and 
advocacy for handicapped individuals. We urge you to get in touch with the 
groups that can be most helpful to you - whether you are a parent, a disabled 
person, a professional, or simply a person who can volunteer time and energy. 
New groups are coming to our attention all the time; if you cannot find what 
you need on this list, please contact us and we will try to refer you to an 
appropriate group. ^ 

Ask about chapters near your^home. Write for their newsletters and other 
informative literature. Find out about their wide-ranging national, state 
and local activities. Whatever your needs - wjiether services, reports on 
new research, resources to help a disabled person, information about vocational 
training, or the encouragement of others who have been through similar situa- 
tions - see what these groups can tell you. With them, you can help raise 
awareness of the needs and potential of handicapped children and adults and 
work for a more responsive and open society. 
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AUTISM 

National Society for 

Autistic Children 
1234 Massachusetts Avenue, N.W. 
Suite 1017 

Washington. D.C. 20005 



CEREBRAL PALSY 

United Cerebral Palsy Association 
66 East 34th Street, 3rd Floor 
New York, New York 10016 



DEAF-BLIND 



HEALTH IMPAIRMENTS 

American Cancer Socjety 

777 Third Avenue 

New York, New YorTc 10017 

American Diabetes Association 

600 Fifth Avenue 

New York, New York 10020 

American Heart Association 
7320 Greenville Avenue 
Dallas, Texas 75231 

American Lung Association 

1740 Broadway 

New York, New York 10019 



National Association of the Deaf-Blind 
2703 Forest Oak Circle 
Norman, Oklahoma 73071 

National Deaf-Blind Program 

Bureau of Education for the Handicapped 

Room 4046, Donohoe Building 

400 6th Street, S.W. 

Washington, D.C. "20202 



EMOTIONALLY DISTURBED 

Mental Health Association, National 

Headquarters 
1800 North Kent Street 
Arlington, Virginia 22^9 

The National Alliance for the 

Mentally 111 
P.O. Box 1016 
Evans ton, Illinois 60204 



EPILEPSY 

Epilepsy Foundation of America 
1828 L Street, N.W. , Suite 406 
Washington, D.C. 20036 



Asthma and Allergy Foundation 

of America 
19 West 44th Street, Suite 702 
New York, New York 10036 

The Candlel ighters Foundation 
123 C Street, S.E. 
Washington, D.C. 20003 

Cystic Fibrosis Foundation 
3384 Peachtree Road, N.E 
Suite 875 

Atlanta, Georgia 30326 

Juvenile Diabetes Foundation 
23 East 26th Street, 4th Floor 
New York, New York 10010 

Leukemia Society of America 

800 Second Avenue 

New York, New York 10017 

National Association for Sickle 

Cell Disease,! Inc. 
3460 Wilshlre, Suite 1012 
Los Angeles, California 90010 

National Hemophilia Foundation 
19 West 34th Street 
Room 1204 

New York, New York 10001 . 
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National Kidney Foundation 

Two Park Avenue 

New York, New York 10016 

National Neurofibromatosis Foundation 
340 East 80th Street, #21-H 
New York, New York 10021 

National Tay-Sachs Foundation and 

Allied Diseases Association 
122 East 42nd Street 
New York, New York 10017 

National Tuberous Sclerosis 

Association, Inc^ 
P.O. Box 159 

Laguna Beach, California 92652 

United Ostoniy Association 
2001 W. Beverly Boulevard 
Los Angeles, California 90057 



HEARING IMPAIRED 

Alexander Graham Bell Association^ 

for the Deaf 
3417 Volta Place, N.W. 
Washington, D.C. 20007 

National Association of the Deaf 

814 Thayer Avenue 

Silver Spring, Maryland 20910 



LEARNING DISABILITIES 

Association for Children and Adults 

with Learning Disabilities 
4156 Library Road 
Pittsburgh, Pennsylvania 15234 

The Orton Society* Inc, 
8415 Bell ona Lane 
Suite 115 

Towson, Maryland 21204 

National Network of Learning 

Disabled Adults 
P.O. Box 3130 
Richardson, Texas 75080 
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MENTAL RETARDATION 

Association for Retarded Citizens 

2709 Avenue E. East 

P.O. Box 6109 

Arl i ng ton , Texa s 76011 

Down's Syndrome Congress 
1640 W. Roosevelt Road 
Room 156E 

Chicago, Illinois 60608 



PHYSICALLY HANDICAPPED 

American Brittle Bone Society 
Cherry Hill Plaza Suite LL-3 
1415 East Marlton Pike 
Cherry Hill, New Jersey 08034 

Arthritis Foundation 
3400 Peachtree Road, N.E. 
Suite 1106 

Atlanta, Georgia 30326 

Human Growth Foundation 
4930 Hest 77th Street 
Minneapolis, Minnesota 55435 

Little People of America 
P.O. Box 126 

Owatonna, Minnesota 55060 

Muscular Dystrophy Association, Inc. 

810 Seventh Avenue 

New York, New York 10019 

National Amputation Foundation 
12-45 150th Street 
Whitestone, New York, 11357 

The National Association of*' the 

Physically Handicapped, Inc. 
76 Elm Street 
London,, Ohio 43140 

National Multiple Sclerosis 

Society 
205 East 42nd Street 
New York, New York 10017 




National Spinal Cord Injury 

Foundation 
369 Elliot Street 

Newton Upper F^lls, Massachusetts 02164 

Osteogenesis Imperfecta 

Foundation 
532 Center Street 
Van Wert, Ohio 45891 

spina Bifida Association 

of America 
343 South Dearborn Street 
Room 319 

Chicago, Illinois 60604 

Tourette Syndrome Association 
40-08 Corporal Kennedy Street 
Bayside, New York 11361 



SPEECH IMPAIRMENTS 

American Speech - Language ~ 

Hearing Association 
10801 Rockville Pike 
Rockville, Maryland 20852 



VISUAL IMPAIRMENTS 

American Council of the Blind 
1211 Connecticut Avenue, N.W. 
Suite 506 

Washington, D.C. 20036 

American Council of the Blind Parents 
Rt. A Box 78 

Franklin, Louisiana 70538 

American Foundation for the 

Blind 
15 West 16th Street 
New York, New York 10011 

International Institute for 

Visually Impaired 0-7, Inc. 
1975 Rutgers Circle 
East Lansing, Michigan 48823 

National Association for Parents of 

Visually Impaired 
2011 Hardy Circle 
Austin, Texas 78757 



National Association for 

Visually Handicapped 
305 East 24th Street 
New York, New York 10010 

National Federation of the 

Blind 
1800 Johnson Street 
Baltimore, Maryland 21230 



ALL DISABILITIES 

American Coalition for Citizens 

with Disabilities 
1200 15th Street, N.W. Suite 201 
Washington, O.C. 20005 

The Association for the Severely 

Handicapped 
1600 West Armory Way 
Garden View Suite 
Seattle, Washington 98119 

March of Dimes Birth Defect 

Foundation 
1275 Mamaroneck Avenue 
White Plains, New York 10605 

National Easter'Seal Society 

for Crippled Children and Adults 
2023 W. Ogden Avenue 
Chicago, Illinois 60612 

People First International, Inc. 
P.O. Box 12642 
Salem, OR 97309 
(503) 378-5143 

Cystic Fibrosis Foundation (CFF) 
6000 Executive Boulevard, Suite 307 
Rockville, MD 20852 
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NATIONAL OFFICES OF FEDERAL AGENCIES 
AND PROGRAMS 



Office for Civil Rights 

Departnient of Education 
Office for Civil Rights 
Switzer Building 
Room 5430, 300 C Streec, N.W. 
Washington, DC 20201 
(202) 245-8835 



The Office for Civil Rights is the federal agency responsible for enforcing P.L. 94- 
142. Complaints should be ^led with Office for Civil Rights if there are systematic 
violations of the law in thWstate or school district that affect a number of 
children. . 



Direction Service Centers 



Department of Education 

Office of Special Education & Rehabilitation Services 

330 C Street, SW 

Switzer, Building, Room 3006 

Washington, DC 20201 

(202) 472-4650 

The Direction Service Project is a computer-assisted information system designed to 
provide information consultation to parents and teachers of handicapped children 
(ages 0-21). A listing of all the Direction Service Centers is provided in the 
section that follows. 



Head Start 



Indian and Migrant Program Division 



National Office 
Head Start 

Administration for Children, Youth, 

and Families/Head Start 

Office of Human Development Services 

P.O. Box 1182 

Washington, DC 20013 

(202) '755-7790 



Head Start Bureau, ACYF 

Department of Health and Human Services 

Room 2014 Donohoe Building 

P.O. Box 1182 

Washington, DC 20013 

(202) 755-7715 

(Indian and Migrant Programs) 



The purpose of Head Start is to provide comprehensive services to low-income and 
handicapped preschool children. This program awards grants to provide services 
to preschool children and their families in the following areas: health, education, 
nutrition, social, and other services as required. A major emphasis is to involve 
parents to the degree that overall gains in the above mentioned areas are maintained. 
Parents qr others who wish to locate Head Start Projects in their ar^a should contact 
their neighborhood elementary school, or Direction Service Center. A list of 
currently funded Head Start programs may also be obtained by contacting the Adminis- 
tration for Children, Youth and Families (listed by Region in following section). 




REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION I 



States served: Connecticut, Maine, Massachusetts, New Hampshire, Rhode Island, 
Vermont, 



Office for Civil Rights 



Department of Education 

Office for Civil Rights 

140 Federal Street, 14th Floor 

Boston, MA 02110 

(617) 223-4248 



Boston Direction Service 

Federation for Children with Special Needs 
120 Boylston Street, Suite 338 
Boston, MA 02116 
(617) 482-2947 or 2915 



Administration for Children, Youth and Families 

Department of Human Health Services 

Federal Building, Room 2000 

Government Center 

Boston, MA 02203 

(617) 233-6450 



Direction Services 




Head Start 
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REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION II 

States served: New York, New Jersey, Puerto Rico, Virgin Islands 



Office for Civil Rights 

Department of Education 

Office of Civil Rights 

Federal Building 

26 Federal Plaza, Room 3908 

New York, NY 10007 

(212) 264-5180 



Direction Services 



CUNY Direction Service 
City University of New York 
144 W. 125th Street 
New York City, NY 10027 
(212) 860-6166 



Community S ervice Society Direction Service 
150 W. 105th Street 
New York, NY 10025 
(212) 666-1300 



Syracuse University Direction Service 
Center on Human Policy 
216 Ostrom Avenue 
Syracuse, NY 13210 
(315) 423-3851 




Head Start 

Administration for Children, Youth and Families 
Department of Human Health Services 
Federal Building, Room 3900 
. 26 Federal Plaza 
New York, NY 10007 
(212) 264-2974 



REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION III 

States served: Delaware, Washington, DC, Maryland, Pennsylvania, Virginia, 
West Virginia 



Office for Civil Rights 

Department of Education 
Office for Civil Rights 
P.O. Box 13716 
Philadelphia, PA 19101 
(215) 596-6787 



Direction Services 

Delaware Direction Service 

Delaware Department of Public Instruction 

Townsend Building, Room 143 

Box 1402 

Dover, DE 19901 
(302) 578-5664 



Pennsylvania Direction Service 
Pennsylvania State Department of Education 
236 Union Deposit Mall 
Harrisburg, PA 17111 
(717) 783-3238 



Head Start 

^ Administration for Children, Youth and Families 

Department of Human Health Services 
3535 Market Street, P.O. Box 13716 
Philadelphia, PA 19101 
(215) 596-6763 



REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION IV 

States served: Alabama, Florida, Georgia, Kentucky, Mississippi, North Carolina, 
South Carolina, Tennessee 



Office for Civil Rights 

Department of Education 
Office for Civil Rights 
101 Marietta Street 
Atlanta, GA 30323 
(404) 221-2954 « 



Direction Services 



Southeast Direction Service 
Auburn University at Montgomery 
Montgomery, AL 36117 
(205) 279-9110, ext: 258 

SITES : 

Tri-County Direction Service 
1940-A Mulberry Street 
Montgomery, AL 36106 
(205) 263-9700 



Tri-Clties Direction Service 
P.O. Box 1386 
Decattr, AL 35602 
(205) 353-2754 



Head Start 

Administration for Children, Youth and Families 

Department of Health and Human Services 

50 7th Street, NE, Room 358 

Peachtree - Seventh Building 

Atlanta, GA 30323 

(404) 881-3936 
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REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION V 

States served: Illinois, Indiana, Michigan, Minnesota, Ohio, Wisconsin 



Office for Civil Rights 

Department of Education 
Office for Civil Rights 
300 South Wacker Drive 
8th Floor, 
Chicago, IL 60606 
(312) 353-2520 



Direction Services 

High/Scope Educational Research Foundation 
600 North River Street 
Ypsilanti, MI 48197 
(313) 483-1210 



Head Start 

Administration for Children, Youth and Families 
Department of Health and Human Services 
15th Floor 

300 South Wacker Drive 
Chicago, IL 60606 
(312) 353-1781 



REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION VI 

States served: Arkansas, Louisiana, New Mexico, Oklahoma, Texas 



Office for Civil Rights 

Department of Education 
Office for Civil Rights 
1200 Main Tower Building 
19th Floor 
Dallas, TX 75202 
(214) 767-3951 



Direction Services 

Austin Direction Service 
Texas Education Agency 
1028 E. 12th Street 
Austin, TX 78701 
(512) 474-6836 



Head Start 

Administration for Children, Youth and Families 
Department of Health and Human Services 
1200 Main Tower Building, 20th Floor 
Dallas, TX 75202 
(214) 749-2492 



REGIONAL OFFICES OF FEDERAL . 
AGENCIES 



REGION VII 

States served: Iowa, Kansas, Missouri, Nebraska 



Office for Civil Rights 

Department of Education 

Office for Civil Rights 

12 Grand Building 

1150 Grand Avenue - 7th Floor 

Kansas City, MO 64106 

(816) 374-2223 



Direction Services 

Midwest Direction Service 

Midwest Regional Resource Center 

Drake University 

1332 26th Street 

Des Moines, lA 50311 

(515) 271-3936 

SITES: 

Jackson County Direction Service Ctr^ Black Hills Direction Service Center 

Mercantile Bank Building 2040 W. Main, #110 

3640 Noland Road Rapid City, SD 55701 

Independence, MI 64055 (605) 341-3944 

(816) 833-4415 



Head Start 

Administration for Children, Youth and Families 

Department of Health and Human Services 

3rd Floor Federal Building 

601 E. 12th Street 

Kansas City, MO 64106 

(816) 374-5401 



REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION VIII 

States served: Colorado, Montana, North Dakota, South Dakota, Utah, Wyoming 



Office for Civil Rights 

Department of Education 
Office for Civil Rights 
Federal Building 

1961 Stout Street * 
Room lioas 
Denver, CO 80294 
(303) 837-5695 



Head Start 

Administration for Children, Youth and Families 
Department of Health and Human Services 
Room 7417, 1961 Stout Street 
Denver, CO 80202 
(303) 837-3106 



REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION IX 

States served: Arizona, California, Hawaii, Nevada, Pacific Trust Territories 

\ 
/ 

Office for Civil Rights 



Department of Education 
Office for Civil Rights 
1275 Market Street - 14th Floor 
San Francisco, CA 94103 
(415) 556-8586 



Direction Services 



Los Angeles Direction Service 
University of Southern California 
600 South Commonwealth Ave., Suite 1304 
Los Angeles, CA 90005 
(213) 645-9044 

San Mateo County Direction Service 
Del Green Associates, Inc. 
118 Chess Drive, Suite 200 
Foster City, CA 94404 
(415) 952-7878 



Head Start . \ 

Administration for Children, Yoqth and Families 

Department of Health and Human Services 

Room 143 Federal Building 

50 United Nations Plaza 

San Francisco, CA 94102 

(415) 556-6153 
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REGIONAL OFFICES OF FEDERAL 
AGENCIES 



REGION X 

States served: Alaska, Idaho, Oregon, Washington 



Office, for Civil Rights 

, ^ Department of Education 

""^ Office for Civil Rights 

1321 Second Avenue 
M/S 723 

Seattle, WA 98101 
(206) 442-2990 



Direction Services 



Northwest Coordination Office for Direction Service 
University of Oregon 
1590 Willamette Street 
Eugene, OR 97401 
(503) 686-5641 

SITES: 



Educational Service District //12 
Vancouver Direction Service 
1313 NE 134th St. 
Vancouver, WA 98665 
(206) 574-2371 



Portland Public Schools 
King Neighborhood Facility 
4815 NE 7th 
Portland, OR 
(503) 288-5167 



Northwest Coordination Office for Direction Service 
Lane County Direction Service 
1739i Moss Street 
Eugene, OR 
(503) 686-3598 



Head Start 

Administration for Children, Youth and Families 
Department of Health and Human Services 
Arcada Pla-^a Building 
1321 2nd Avenue 
Seattle, WA 98101 
(206) 442-0838 
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INTRODUCTION TO STATE AGENCIES 



The section that follows gives a partial state listing of agencies and 
organizations that provide services to handicapped children and youth. 
Agencies are listed according to whether they provide information and 
referral services, are a state, consumer or advocacy agency, or are a 
parent-support group. Many agencies provide several of these services; 
for example, the Association for Retarded Citizens is listed as a 
. consumer agency, but it also provides information, referral and advocacy 
services. 

Some of the agencies' functions will be well known, others less so. 
Therefore, provided below are the purposes of some of those less well 
known. 

(1) The Early and Periodic Screening^ Diagnosis, and Treatment (EPSDT) . 
program • 

The EPSDT program is a federally sponsored Medicaid program 
administered by each State, in which Medicaid eligible families 
may voluntarily participate. In some States, the health depart- 
ment manages the program, in some States the welfare department 
manages it, and in a few States, a special commission is responsi- 
ble for the program. The program is intended to provide a com- 
prehensive range of health care services to children of Medicaid 
eligible families. 

(2) Client Assistanc/ Projects (CAP) 

The purpose of these projects funded by the federal vocational 
rehabilitation office is to act as an ombudsman for rehab clients 
or applicants for services who have been denied rehabilitation 
services, or are experiencing difficulties with the rehabilitation 
process. 

(3) Protection and Advocacy (P&A) agencies for the Developmentally 
Disabled 

The structure of the P&A agencies varies from state to «tate, 
, but the majority are private, non-profit and provide a rull range 
of advocacy services, including legal advocacy services. The 
P&A agencies are an important component to the effort to guarantee 
and safeguard the rights of persons with handicapping conditions. 







STATE AGE REQUIREMENTS FOR 






EDUCATING HANDICAPPED CHILDREN 






AND YOUTH. 


STATE 


AGES 


EXCEPTIONS/ CLARIFICATIONS* 



Alabama 



Alaska ^ 
Arizona 

Arkansas 
California 

Colorado 
Connecticut 

Delaware 



District of 
Columbia 

"Florida 



Georgia 

Hawaii 

Idaho 

Illinois 
Indiana 
Iowa 
Kansas 



6 to 21 



3 through 19 
Between 6 and 21 

6 through 21 

4 years/ 9 months 
through 18 

Between 5 ^nd 21 
4 to 18 

Between 4 and 21 



Between 3 and 18; 
3-21 b/ fall 1979 

5 through 17 



5 through 18 

6 to 20 

5 through 18 

3 through 18 

6 to 18 

Birth through 20 
5 to 21 



Permissive services for deaf and blind from 
3 to 21. Education for 12 consecutive years 
starting at age 6. If school district 
offers Kindergarten, then services required 
at 5. 



If Kindergarten is maintained, then 5. . 
3-5 permissive. 

If Kindergarten program, then 5-21. 

3 to 4.9 intensive services; 19 through 21 if 
not graduated or completed course of study. 
0-3 permissive under Master Plan. 

Or until graduation; 3-5 permissive. 

May serve only until graduation. Hearing 
impaired beginning at age 3. Starting 9/80 
serve until age 21 unless child graduates. 

Allows services 0 to 21 for deaf /blind and 
hearing impaired. 



Beginning at Kindergarten and for 13 consec- 
utive years. Permitted with State funds from 
^ge 3. 

0 through 4 and 19 through 21 j permissive. 
3 to 5 permissive. 

5 through 21 by 9/1/80; 0 through 4 at local 
discretion. 

3 through 21; 9/1/80 



Through school year during which reach 21 or 
until completed an appropriate curriculum, 
whichever occurs first. 0-5 permissive 
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STATE 



AGES 



EXCEPTIONS/CLARIFICATIONS* 



Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts 

Michigan 

Minnesota 

Mississippi 

Missouri 

Montana , 

Nebraska 
^Nevada 

New Hampshire 
New Jersey 
New Mexico 
New York 
North Carolina 
North Dakota 
Ohio 

Oklahoma 



5 through 17 
3 through 21 

5 to 20 
3 to 21 

3 through 21 
0 to 26 
■4 ^0 21 

6 through, 18 

5 through 20 

6 through 18 

0-21 

Between 6 and 18 

Between 3 and 21 
5 to 21 



Permitted to .21 



Between 5 and 21 

5 through 17 

6 to 21 
5-21 ** 

4 through 17 



Birth to 21 beginning 9/80. 

Who have not graduated from high school 

Or completion of secondary program. 

6. through 20 by 9/1/80. No requirement and 
not usual to provide classes to 3-5. 

Allows districts to provide programs to 3 
through 4. 

3 through 21 by 9/80. Provides for services 
to 0-2 after 9/1/80 under certain circumstances; 
3-5 and 19-21 currently under same circum- 
stances. 

From date of diagnosis or notification of 
district; voluntary as specified by parent 
— below 5. 

Between 3 and 21 by 9/1/80. (Under 18) 
attendance excused when completed 12 grades. 
3-5 is permissive. 



Permissive below 5 and above 20. 



0 through 4 and 18 through 21 permissive. 
0 to 6 petmissive. 

Do not actually say 5-21 is mandate. 

Except no set minimum age for visually 
impaired /hearing impaired. 
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EXCEPTIONS/CLARIFICATIONS* 



Oregon 

Pennsylvania 

Rhode Island 

South Carolina 

South Dakota 

Tennessee 

Texas 

Utah 

Vermont 

Virginia 
Washington 



West Virginia 

Wisconsin 

Wyoming 



6 through 20 
6-21 

3-18 ** 

Between 5 and 21 
0 through 21 

4 through 21 
Between 3 and 21 

5 through 21 

6 to 21 

Between 2 and 21 
5 to 21 



Between 5 and 23 

3 to 21 

0 through 21 



3-5 and 21 at loc&^l options. 

Permissive below 6. Virtually all districts 
provide Kindergarten for 5 year olds, there- 
fore, mtist provide for handicapped at 5. 

3-21 by 9/1/80 (until complete high school 
or reach age 21, whichever comes first). 

Hearing impaired 4 to 21. 



Hearing impaired and deaf 3 through 21. 



Or completion of high school, 3-5 as funds 
are available except all districts providing 
public Kindergarten will serve 5 year olds. 



Pre-school permissive below 5 fexcept if offer 
pre-school as a part of regular program. 
Every handicapped of same age shall be pro- 
vided same services. Eligibility ends when 
goals of lEP reached, at graduation or at age 
21. 3 and above at local discretion. Below 
3 if multiple, gross motor, sensory, moderate 
or severe mental retardation. 

3 and 4 permissive. 



NOTE: This information was taken from Annual Program Plans submitted in accordance with 
P.L. 94-142. New Mexico has elected not to participate in this grant program during the 
current school year and, therefore, has submitted no plan. 

* Many States provide for permissive services at ages below 6 and above 17. For some 
States this may mean that State funds can be used while, for other States, this means 
tl^t seirvices are not prohibited for these children. 

** These States did not provide information in their plans as to whether the age range 
was to, or through, the upper age figure. 
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List of Local Community Resources 

General 

1. Physicians/Dentists 

2. Day care 

3. Nursery school 

4. YMCA, Boy/Girl Scouts, 4-H Clubs 

5. Big Brother/Sister programs 

6. Single parents groups 

7. Family planning organizations 

8. Social Services/Welfare (goes with #9) 

9. Food stamps/AFDC/WIC/WIN/Homemakers 

10. Social Security - SSI and SSDI 

11. PTA/PTO 

12. Church (general and special classes) 

13. Community organizations - Lions, Elks, Jaycees, Women's Clubs, Shriners, 
VFW, CAtholic Charities 

14. League of Women Voters 

15. Public interest law firms 

Special ized 

1. Public school - regular and special classes 

2. Screening clinics - vision and hearing 

3. Specialized clinics - CP, speech-language, OT 

4. Specialized day program for handicapped 
Parent help groups 

6. Sibling groups 

7. Voluntary organizations - ARC, CP, Epilepsy, LD 

8. Genetic counseling 
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9. 


Crippled children program 


10. 


Hemoohilia Droaram 


n . 


Cystic Fibrosis proaratn 


12. 


Home traininci 


13. 


Shel tered emDlovment 


14. 


Special ized recreation 


15. 


Summer day care (general and specialized) 


16. 


Summer residential camos (cieneral and soeclallzedl 


17. 


Child Carina Institutions 


18. 


Mental Health Clinics/Centers 


19. 


Adult dav Droarams 


20. 


Sheltered workshoDS 


21 . 


On-the-iob traininn 


22. 


Resoite care (emeroencv/short term) 


23. 


Foster care 


24. 


Boarding homes 


25. 


Group homes 


26. 


Information and Referral services 


27. 


Professional organizations - CEC 
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407 S. DEARBORN STREET • Room 680 * CHICAGO, IL 00006 . (312) 030-3613 



TAX SHEET 

For More Information Call: Written and Prepared by: 

YOUR LOCAL IRS INFORMATION COORDINATING COUNCIL FOR HANDICAPPED CHILDREN 

SERVICE, 312 - ^♦SS-IOiiOCChgo, ) from material provided by Internal Revenue Service 

FACTS YOU SHOULD KNOW ABOUT TAX DEDUCTIONS FOR YOUR HANDICAPPED CHILD 



IF YOUR HANDICAPPED CHILD ATTENDS A SPECIAL SCHOOL OR INSTITUTION WHICH 
ALLEVIATES HIS MENTAL OR PHYSICAL CONDITION . . . 

...You may deduct the following as ^'medical" expenses: 



1. tuition costs 3. cost of sheltered workshop 

2. cost of board and room ^.cost of halfway house or nursing home 
(Revenue Ruling 58-280; Section 213-1 (Revenue Ruling 69-^99, 1969-2CB39) 

(e) Internal Revenue Code 195^) 

IF YOUR HANDICAPPED CHILD LIVES AT HOME . . . 



. . - You may deduct as '^medical'- expenses the cost of: 

1. special school - if the principal purpose Is to alleviate his handicap, 

2. special class in a regular school - if the principal purpose is to 
alleviate his handicap. ( Revenue Ruling 70-285) 

3. special class in a parochial school - if the principal purpose is to 
alleviate his handicap. ( Revenue Ruling 71-3^7) 

^. tests and evaluations 

5. therapy, psychiatric care, and psychological counseling 

6. special instruction or training - such as lip reading, speech instruction, 
braille. (Revenue Ruling 68-212, Internal Revenue Code, Regulation Section 
1.213-1 (e) (1) (v) (a)) 

7. patterning exercises ( Revenue Ruling 70-170, 1970-1 CB 5l) 

8. medicines, drugs, and vitamins. Also special foods and beverages prescribed* 
by a doctor (These must be In addition to your normal diet and not part of 
nutritional needs) 

9. all medical expenses, even though the child has earned more than $1000 
annual Income. You may include medical expenses for a person you could claim as 
•a dependent, except that the person had Income of $1000 or more or filed a 
joint return. ( Commerce Clearing House Explanation #2019-01). 

10. tuition and tutoring fees paid for a child with a Learning Disability 

caused by a neurological disorder. (Revenue Ruling 78-3^0, Sept. l8, 1978. 
Reported at ^^2 U.S.L.W. 2190, Sept. 26, 1978.) 

IF YOUR HANDICAPPED CmLD ATTENDS A SHELTERED WORKSHOP ... 





You may ueauct^as "medical" expe nse the cost of the workshop - |f the principal 
purpa€b IS to alleviate his handicap. (Letter from Mortimer M. Caplin, U. S. 
Commissioner of Internal Revenue to Dr. Stafford L. Warren, Special Assistant 
^^e President for Mental Retardation, July 6, 1964) 
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IF YOU INCUR TRANSPORTATION COSTS (PLANE, TRAIN, BUS, OR TAXI FARE) 
WITH YOUR HANDICAPPED CHILD .. . 



...You may deduct them as "medical expenses" If they are incurred going to and from: 

1. special schools and institutions 3. doctors' offices 

2. hospitals R. T. Olson 23-TCM-2008, Commerce Clearing 

House Explanation #2019-793) 

The cost of hiring a person ^ accompany a. handicapped child who cannot travel 
alone to the above places is also tax deductible (Revenue Ruling 58-110). 

If you provide the transportation yourself, you are allowed to deduct 9c per 
mile, parking fees and toll fees. ( Rev. Proc. 7^-2^, t. B. 1970-2, 505) 

IF YOU VISIT YOUR HANDICAPPED CHILD AT A SPECIAL SCHOOL OR INSTITUTION ... 

...You may deduct as "medical" expense transportation costs - but not meals and 
lodging - if medical experts deem your visit a necessary part of treatment. 
(Revenue Ruling 58-533) 



IF YOU OR YOUR SPOUSE IS BLIND . . . 
...You are allowed an extra $1000 exemption. 

IF YOU ARE GAINFULLY EMPLOYED OR ACTIVELY SEEKING EMPLOYMENT . . . 

3 

...You are allowed a tax credi t for child care or home care expenses during 

the time you work or seek employment in the amount of 20% of work related expenses. 

YOUR WORK RELATED EXPENSES ARE LIMITED TO... 

$2000 per year for care of one disabled child or disabled adult 

$^000 per year for care of two or more disabled children or disabled adults 

You are not allowed a tax credit for amounts paid to your dependent or your child 
under 19. C'RS Publication #503, Child Care and Disabled Dependent Care) , You may use 
payments you made to relatives who are- not your dependents, even if they lived In your 
home. 

Please Note : Child Care and Disabled Dependent Care Expenses are claimed as a 
tax credit - not as a deduction. This means that you do not have 
to itemize your deductions to take advantage of this tax benefit, 
which reduces your tax liability dol lar-for-dol lar , This new pro- 
vision is part of the 1976 Tax Reform Act . 

PLEASE NOTE ; 

1. All medical deductions must exceed 3% of your total income (Internal Revenue 
Code, Section 213 (a) (1). 

2. All medical deductions are allowed regardless of your handicapped child's age. 

3. You are still allowed the full$i000 exemption whether' or not your child attends 
a special school or institution. For tax purposes, the cost of tuition, room 
and board is considered a scholarship and Is not taken Into account In determin- 
ing whether parents have provided more than half the child's support. (Revenue 
Rulings 61-186, 1961-2CB 6^#-221, 196^-2CB^6). 

Persons who are eligible for the above deductions, who have not filed them 
previously, may file an amended return, retroactive for the past three years. 
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ALLOWABLE MEDICAL DEDUCTIONS 



PROFESSIONAL SERVICES 



phlropodist 

Chi ropractor (lie.) 

Dentist 

Dermatologist 

Gynecologist 

Neurologist 

Obstetrician 



Ocul ist 

Optician 

Optometrist 

Orthopedist 

Osteopath (lie, 

Pediatrician 

Phys ician 



Physiotherapist 
Plastic Surgeon 
(not to beutify) 
Podiatrist 

Practical or other non- 
professional nurse for 
medical services only. 



Acupuncture 
Blood Transfusion 
Diathermy 

Electric Shock treatments 
Heal ing Services 
Hydrotherapy (water treat- 
ment) 



MEDICAL TREATMENTS 

Injections 
Insulin treatment 
Nursing 

Organ transplant 
Pre-natal/post natal 
treatment 



Psychiatrist 
Psychoanalyst 
Psychologist 
Registered Nurse 
Surgeon 

Occupa 1 1 ona 1 Therapy 



Psychotherapy 
Sterl 1 Ization 
Radium therapy 
Ultra-violet ray treatment 
WhI rlpool baths 
X-ray treatment 



Abdominal supports 
Ai r condi t ioner 
(for medical purpose) 
Ambulance 
Arches 

Artificial teeth, eyes 
Autoette ( car device for 
handicapped person), but 
not for business use 
Back supports 
Braces 



EQUIPMENT AND SUPPLIES 

Crutches 
Elastic hosiery 
Eyeglasses 

FlourldatJon unit in home 
Hear ing a ids 
Heating devices 
Inval Id chair 
Iron lung 
Orthopedic shoes 
Reclining chair(prescrlbed) 
Repair of telephone equlpment(deaf ) 



Sacrol 1 lac bel t 
Special belt 

Special mattress or plywood 
bed boards for relief of 
arthritis of the spine 
Spl Ints 
Truss 

Wig ( for med, purposes) 



HOSPITAL SERVICES 
Anestheti St 
Hospital bills 
Oxygen mask, tent 
Operating Room 
Vacci nes 

X-ray technician 



LAB EXAMS S TESTS 
Blood test 
Card iographs 
Metabol ism tests 
Spinal fluid test 
Sputum tests 
Stool Exam 
Urine Analysis 



MEDICINES 
X-Rays Cost of prescriptions 
Drugs 

Patent Medicines 
Vitamins, Tonics, Etc, 
(prescribed by doctor) 



MISCELLANEOUS 



inpatient care costs 
pills 



Alcohol Ic 
Asylum 

Birth control 
Brail le books 

Clarinet lessons advised by dentist 
for treatment of tooth defects 
Convalescent home - - for med. treat- 
ment 

Drug treatment center/lnpatlent care 
Installation and cost of medically 
prescribed equipment (seat elevator, 
central vacuum, etc.) minus the In- 
creased real estate value (if owned) 
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Kidney donor's expenses 

Legal guardianship fees of mentally ill 

spouse, where commitment was necessary 

Maintenance of special equipment 

Medical Insurance premiums - up to $150 

Nurse's board and wages, Inc.SS tax you pd. 

Remedial reading for dyslexia child 

Sanitarium & similar institutions 

Seelng-eye dog and Its maintenance 

Wages of guide for blind person 

Special school costs for physically Omental ly 

handicapped children 

Telephone/ teletype costs for deaf person 



INTRODUCING THREE BOOKS NO PARENT OR PROFESSIONAL 

SHOULD BE WITHOUT 



HOW TO GET SERVICES BY BEING ASSERTIVE will show you how to build self 
conf I dence, improve your communication, and negotiating skills, cut red 
tape, and move bureaucratic mountains, and much more. Available for $4.00 
pi us 60c postage . 

HOW TO ORGANIZE AN EFFECT I VE PARENT/ADVOCACY GROUP AND MOVE BUREAUCRACIES 
will show you how to be an effective advocate, an ef feet i ve organ i 2e r , and 
how to lobby, and much more. Available for $4.00 plus 60c postage. 

THE DIRECTORY OF SERVICES FOR HANDICAPPED CHILDREN AND ADULTS is a spiral 
bound 311-page REDBOOK, listing 1,571 resources for the hand i capped f rom 
birth through adulthood in the Chicago metropolitan area, both by disabil- 
ity, and alphabetically. Available for $10 plus $1.50 postage & handling. 



PLEASE SEND ME: 

Copies of How to Get»j^Serv i ces by Being Assertive ($'» each, plus 60<post.) 
Copies of How to Organize an Effective Parent/Advocacy Group S Move 
Bu rea uc rac i es ( At %k each , plus 60c postage per book. ] ~ 
Copies of the Directory of Serviocjs for Handicapped Children & Adult s 
at $10 each, pi us $1.50 postage and handling per book.) . 

20^ Discount available for orders of $100 or more in any combination . 

Name Phone 

Address ^C i ty State Zi p 

RIGHTS TRAINING SESSIONS FOR 

TOR PARENTS AND PROFESSIONALS 

Free training sessions weekly on Tuesdays & fourth Saturday of every ironth.* 
in Suite 680, at 407 S. Dearborn Street, Chicago, Illinois, 60605. (312/939-3513) 
Childcare is available, if requested ahead of time. Learn how to effectively repre- 
sent your child so that he/she receives appropriate services. Learn how to develop an 
lEP that is exactly suited to his needs. Sessions are free; registration requested. 

NAME PHONE 



ADDRESS CITY STATE ZIP 



ATTENDANCE DATE ^NO. WHO WILL ATTEND ^CHILDCARE NEEDED? ^MO. OF CHILDREN 

* NO TRAININr, SESSIONS ARE HELD ON HOLIDAYS 0". HOLIDAY WEEKENDS 

WHATS HAPPENING? YOU'LL KNOW IF YOU RECEIVE THIS NEWSLETTER EACH MONTH. 
MAIL YOUR TAX DEDUCTIBLE CHECK TO CCHC. JOIN US. WE GET THINGS DONE. 



MEMBERSH IP: Ind/Fatn. $10. Contributor $15 Org. $30 

Ltfettme $100 ( I nd . /Fa.m.oni y) Newsletter only $8 

NAME Phone 



ADDRESS C I ty State ZI p_ 

MAIL TO CCHC, 407 8. DEARBORN, ROOM 680, CHICAGO. IL 00606 
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UNIT VI: ADViiL:A(JY 



GOALS AND OBJECTIVhS 



Strategies for Effective Advocacy 

Purpose ; 

To provide information which clarifies (a) why handicapped 
children and youth are in need of Allied Health advocates, and 
(b) the different models and strategies that can be used. 

Specific Objectives ; 

At the conclusion of this session, participants should: 

1. Be sensitive to and accept the advocacy needs of handicn; 
children and youth. 

2. Be able to define the concept of "advocacy" as used in this 
workshop and be aware of other advocacy models, such as: 
self--advocacy , ombudsman, citizen advocacy protection and 
advocacy systems, and legal advocacy, depending upon the need 
and the context of the situation. 

3. Be able to identify appropriate target group(s) with which to 
effectively advocate on behalf of handicapped children and youth. 

4. Understand and accept the Allied Health professional's role 
in advocacy, whether in the schools, health programs, or 
other service programs. 

5. Be able to identify pitfalls to effective advocacy, such as: 
conflict of interest; resistance to change; and discriminatory 
policies and practices. 

6. Be sensitive to and be able to identify the needs, problems, 
and concerns of other health professionals, educators, and 
administrators regarding their roles and responsibilities in 
providing services for handicapped children and youth. 

7. Understand and be able to implement appropriate communication 
strategies for dealing with other health and related services 
professionals, educators, and administrators when making 
referrals and advocating for the rights of handicapped children 
and youth. 
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General Session IV 



STRATEGIES FOR EFFECTIVE ADVOCACY 



Shirley Atkirfs, Ph.D. 
Assistant Dean 
School. of -Health Related Professions 
University of Pittsburgh 

and 



Ethan Ellis 
Deputy Director 
N. J. Office of Advocacy for 
the Developmentally Disabled 



I. Rationale for the Allied Health Professional's Role In Advocacy 

1. Health and the elevation of quality of life * 

2. Power and the access* to power of health professionals 

3. Society's respect for the Allied Health Professional's 

knowledge, training and contribution to saving life 

4. Comprehensiveness of health care as a factor in the society 

II. Advocacy Needs of Disabled Children and Youth and their Families 

The advocacy needs of a child or youth with a disability, or his or her 
parents, grow out of specific situations and should be defined by the 
context of those situations. Let's look at a few: 

A. Isolation - The need to talk to someone who is caring but objective 
about a disabling condition and its impact and implications; 

B. Information - The need to identify the range of services available for 
a specific disability: where to get that information, how to get those 
services, or how to evaluate them; 

C. Relevancer - The need to understand how a specific service - particularly 
the one you provide - relates to their disability and their goals for 
coping with it; ^ » 

D. Rights - The need to know and understand the federal and state 
statutes and regulations which protect their rights and entitle 
them to services, and how to secure these rights and entitlements 

in specific situations; , ^ 

E. Support - The need to link up with groups who can provide them with 
mutual support and/or are engaged in individual and' collective 
advocacy. 

III. Advocacy Models 

In recent years, advocacy on behalf of persons with disabilities has 
become more popular. It is now attractive both as a profession and as a 
pastime. This has led to a proliferation of advocacy models and con- 
fusion over definitions. Generally^ the professionals try to limit 
what is defined as advocacy to those activities most like their own. 
The pasttimera do the same. These distinctions are largely lost on 
persons with disabilities who Just want help and some helpful definition 
of what a prospective helper might do for them. 

The effort here will be guided by those needs. Different kinds of advo- • 
cacy can be defined by who does it, what they do, their goals, and who 
they advocate for. 

Let's first sort out those activities done for individuals from those 
done for groups of persons with disabilities. Where these different 
types of advocacy activities have been given labels, they will be 
identified and explained. 
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A. Individual Advocacy 

1. Provision of generic services ^ 

2. Counseling 

3. Coordination of generic services — case management • * 

4. Support - Citizen Advocacy and peer counseling 

5. Lay Representation^ informal and formal 

6. Legal Represent^a^dn\- P&A Systems, Legal Services, private attorneys 

7. Protective servj.ces ^ 

B. Collective Advocacy/ ' 

1-. Planning and administration of generic services 

2. Standard setting, licensure, and code enforcement 

3. Mutual support - consumer and parents group 

4. Public education, attitude modification 

5. Systems advocacy 

6. Legislation, administrative rulemaking . 

7. Class action law suits ^ . 

(See, "Protection and Advocacy in the Context of its Legislative History," 
Advocacy Systems for Persons with Developmental Disabilities , published by 
Research and Training Center in Mental Retardation, Texas Tech. University.) 

Now let's look at some of the distinctions blurred by this typology: 

C. Self-Advocacy 

D. Lay Advocacy 

E. Professional Advocacy 

F. Legal Advocacy 

IV. Natural* Environments for Advocacy 

A. The child and the family 

B. The site at which one* works 

C. The personnel with whom one interacts 

D. The nursery school and preschool setting 

E. The school 

F. The P.T.A. 

G. The religious environments in the community 

H. The human service organizations 

I. The specific organizations to which one belongs (i.e., A.P.T.A. , 

A.A.U.W. , A.A.U.P., A.M.R.A. , etc.) 

J. Institutions of higher learning 

K. Legislative/Regulative Bodies at local, state, and national levels. 

V. Methods for Achieving Advocacy: 

A. Self assessment (awareness of one's own biases, limitations and 

methods of expressing these: language, non-verbal behavior, 
avoidance, etc. ) 

B. Self-education (reading, personal contact, etc.) 
' C. Declaration of the advocacy position in all the units of life which 

affect you (i.e., not being willing to tolerate the "moron" 
joke, or the speech impediment joke) 
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D. Supporting affirmative action legislation as an instrument directed 

to the amelioration of all forms of discrimination which have 
human differences as a basis 

E. Strengthening yourself for irrational objections to the laws and 

advocacy practice 

F. Reminding yourself and those who work with you that people have 

the right to self determination. (We can't "arm-chair" judge 
whether or not a person of small stature can become a P.T. or 
whether a blind man can become a medical technologist.) 

G. Changing the environment to maximize the competence of handicapped 

individuals (physical plant, learning materials,, supportive 
resources) 

H. Observing and communicati •g with professional peers when they have 

failed to be facilitators maximizing the handicapped child's 
potential 

I. Promoting the recognition of the unique individuality of handicapped 

children (Some are needle phonic others may not be, 'but both 
have the right to proper preparation.) 
J. Networking for self-support (call on those at this workshop, for 
example) 

K. Networking for change (usf; of referrals, inviting advocates to 

speak at groups in which you are a member) 
L. Making those who have power responsible for advocacy (legislators, 

other levels of medical practitioners: dentists, doctors, etc.) 

\) 

Advocacy Groups and Agencies — Who They Are an<J How to Find Them (Also 
see Resource Appendix) 

A. Legal Advocacy 

1. Protection and Advocacy (P&A) Systems 

2. Legal Services Corporation — phone book, call or write Legal 

Services Corp., (733 15th St., N.W. , Washington, DC, 202-376-5100) 

3. Other — contact State Bar Association, Protection and Advocacy 

Systems, State Developmental Disabilities Planning Council 

B. Systems Advocacy 

1. State Developmental Disabilities Planning Council— contact 

State Mental Retardation/Mental Health agency 

2. Consumer Groups — contact state or local Association for Retarded 

Citizens, United Cerebral Palsy Association, Easter Seal, 
March of Dimes, P&A Systems 

3. State Professional Societies and Associations 

C. Consumer Support and Advocacy Groups 

1. See A-1, B-2, above 

2. Call or write American Coalition of Citizens with Disabilities, Inc. ^ 

1200 15th Street, N.W., Suite 201, Washington, DC 20005 
(202) 785-4265 

3. Parents groups concerned with special education — contact State 

Education. Department' or local school district 

4. Independent Living Programs and Centers — contact State Voca- 

tional Rehabilitation Agency, P&A Systems, 
ft 
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Vli, Pitfalls to Effective Advocacy 

Most mistakes In advocacy result from a loss of perspective or a distor- 
tion of the advocate's role. They plague the professional advocate as 
often as they do the volunteer. The most serious and most common one ' 
occurs when the advocate sjlps out of the proper role of asslstor or 
clarlf ler Into the improper role of decision maker for the person with 
a disability. After helping a hundred parents work through In their own 
minds what are proper educational goals for their children's lEPs, It Is 
easy to simply tell the hundred and first that Johnny should be reading 
at the fifth grade level at the end of the school year. And yet, It Is 
a basic principle of advocacy that the person with a disability (or his 
or her parents) must be Involved In the process to the greatest extent 
possible . 

Let us examine some principles of effective advocacy and Illustrate through 
example the pitfalls that yawn under the feet of the advocate who Ignores 
them. 

A. The advocate clarifies, the person with a disability decides (See 

above) . 

B. Advocacy strategies generally must be carried out by the persons with 

a disability or their parents. If they don't understand the strat- 
egy and feel comfortable carrying out each of the actions it re- 
quires, it won't work. 

C. Strategies must evolve from and relate to specific situations. Iden- 

tical strategies only work in identical situations. How many are 
there? 

D. Children and adults with disabilities are human and prone to human 

orneriness and unpredictability. Your positive stereotypes about 
them are as self defeating as your negative ones. 

E. When the child or youth has a role in the advocacy strategy, involve 

him or her in its development and Implementation. They sometimes 
think Independently of their parents. 
Don't let your role as advocate conflict with your role as a profes- 
sional unless you're ready to change professions. If there is a 
conflict, direct the person with a disability to an advocate who 
does not have such a conflict. If you don't know one, rethink 
this whole workshop. 

VIII. Summary and Conclusions 

1. Advocacy for the handicapped: Advocacy for a better society. 

2. Advocacy for the handicapped: Preservation of your human rights. 
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Implementing Effective Advocacy Strategies 



Purpose : 

To have participants develop effective advocacy strategies for their 
own employment and community situations. 

Specific Objectives ; 

At the conclusion of this session, participants should have: 

1. Identified the current conditions of their personal work 
and community environment and recommend specific strategies 
for effective advocacy. 

2. Identified possible strategies for dealing with pitfalls 
to effective advocacy, 3uch as: 

a. conflict of interest; 

b. resistance to change; and 

c. discriminating policies and practices. 

3. Developed several personal and professional strategies for 
expanding advocacy effort^ in their own health facilities, 
communities and/or in their loca^, state, or national pro- 
fessional societies. 



UNIT VI: ADVOCACY 
^ RESOURCES 



The Allied Health Professional and the Rights of Handicapped Children 
and Youth by Shirley Atkins, University of Pittsburgh. 

Advocacy - chapter from the Advocate Resource Manual, by Nebraska 
Advocacy Services • 

Professionals Can Be Effective Advocates* 

*Adapted from How to Get Services by Being Assertive by the 
Coordinating Council for Handicapped Children. 

Advocacy is... Advocacy is not 

The Role of Parent Groups.* 

Systems Change Advocacy. 

How do you Change Attitudes? from CLOSER LOOK. 
Recommended Readings on Advocacy 
Bibliography 

"A Health Advocate's Guide to the Federal budget Process," 

by David F. Cavkin and Yvette Hut chin from Clearinghouse 
Review , Vol. XV, No. 4 (August/September 1981). 
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THE AII.IED HEAUm FBOFESSICm. 
AND THE RIGHTS CF HANDICAPPED 
CHILDREN AND YOinH 

By Shirley Atkins 

Iftiiversity of Pittsburg 



Professionals who practice in the field of health and healing know the 
delicate balance between mind and motion, heart and hand, attitude and 
recovery. We call upon you for yet another measure of your wisdom. Hot 
just as it pertains to the health of individuals, but as it may bring a 
power of healing to our society. For surely there must be something 
wrong with a society which has so long procrastinated in its ability to 
offer those who are different the whole array of opportunities and rights 
common to "mainstream humanity." 

I am especially fond of the manner in which Leo Buscaglia (*75) articulates 
the rights of disabled persons. I would summarize what he says in the fol- 
lowing manner. Handicapped people have: 

1. the right to live life in a creative, comfortable, and 
growth fulfilling manner; 

2. a right not to have to be superior or be a super human in 
order to lay claim to equal opportunities of education , 
and work; 

3. the right to be instructed concerning the nature of their 
condition; 

4. the right to equal status in society and the family ; 

5. the right to offer input in the decisions which affect 
them and the life segments with which they are involved; 

6. the right to superior education for life: affective 
aspects as well as academic aspects. 

In what way do these rights link themselves with the health professional's 
practice? It would seem to me that even with my coalescence of Buscaglia' s 
statement of rights, the health professional can find each of these rights 
linked to the health care delivery and advocacy for disabled children. 

Let us examine the first right — the key word here is comfortable because 
without the essence of comfort (ease, relief from anxiety, etc.) one cannot 
achieve maximum and total growth. In the practice of health care the need 
to put the patient at ease is recpgnized as a primary prerequisite for 
effective treatment. It is obvious that if you have anxiety about a child's 
handicap or Impairment, it is going to deter your ability to put the child 
at ease or give comfort. So the first task, in development of skill in 
advocacy of handicapped children, is for the practitioner to achieve comfort 
with the array of human differences presented by disabled children. 
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We all know that familiarity leads to comfort. So comfort may be achieved 
for the health practitioner as he/she reads about persons with handicaps, 
seeks out opportunities for personal interaction with disabled individuals, 
or learns vicariously through motion pictures, observations^ etc. 

The second statement pertains to the disabled child's right not to have to 
be super human. Buscaglia is talking about a right to be average as well 
as outstanding and the right to fail as well as succeed. As they have this 
right, so do you have the privilege of not having to be super human in your 
relationship to these children. The strong desire and need to perform well 
as a professional can sometimes preclude the human or humane qualities which 
may bring comfort to the treatment situation. Laughing at oneself and 
laughing at genuinely funny situations can break the barriers between ad- 
ministering treatment and achieving a partnership in recovery. 

The second step in your preparation for advocacy is for you to have the 
attributes which make you uniquely you and to own these as part of your 
professional identity. I'm talking about a sense of humpr if that's what 
you have, a smile, a sense of quietness, or whatever human traits make you 
a person. 

The third right a disabled person has is the right to be instructed concerning 
his/her condition. You have the privilege of knowing as much as exists about 
the condition of the child with whom you interact, and the responsibility of 
seeing that the agency informs the child and those responsible for the child 
of the ramifications of the situation. 

In many respects the fourth right is reflected in the second and third rights. 
It means that you may have to facilitate equal status in the family by calling 
in the parents and the child for progress meetings or together with the total 
family, you may hava to assist your agency in helping a handicapped child and 
his/her family take a step toward greater responsibilities (for example, less 
time in the special classroom, more time in the regular classroom; prepara- 
tion for college; readiness for courtship; readiness for employment). 

The fifth right the disabled child has is the right to offer input into the 
decisions influencing his/her life. Not only should the child be present 
at your meetings with the family but, to the extent possible, the child's 
opinions should be solicited. This right gives you the privilege of com- 
municating all that you may see in direct interaction with the child and 
his/her family and communicating the totality of your observation to all 
those on the health care team who work to maximize the life potential of 
the child. 

The last right is the right to superior education for life. Buscaglia is 
talking about the right to academic tools for life adjustment, and the right 
to affective tools for life management. The latter is made up of experiential 
opportunities which equip the individual with coping skills for the manage- 
ment of fear, anxiety, frustration, and the like. This last right I see as 
being capsulized in the concept of hope. As the child has this right, so 
must you take this trait to be evidenced in you as a health practitioner. 
Hope is the foundation of health. Your professionalism cannot survive with- 
out it and no child can grow without it. 



34', 



-3- 



Hope allows for risks and every risk which is overcome marks another step 
down the trail of human competency. 

The rights of persons with disabilities are the rights of all human beings 
in this society. Their rights should help us recognize and respect the whole 
spectrum of human differences without assigning values to those differences. 
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WHO DOES WHAT FOR WHOM 

A Guided Tour of Advocacy for Persons With Disabilities 

Ethan B. Ellis 

In the 1960s and 1970s, the Courts increasingly recognized that 
persons with disabilities have specific rights which stem directly from those 
disabilities. At the same time, federal and state legislatures greatly 
increased the number of programs designed to serve such persons. As a result, 
more and more people have become active in protecting these rights and 
securing these service entitlements for persons with disabilities. 

They have called themselves advocates and have Called what they 
do advocacy. As this new field has become more popular, more persons have 
crowded under its banner and a wider range of activities have been subsumed 
under it. New labels like "systems advocacy" and "self advocate^ have emerged 
in such profusion that the newcomer to the field often needs a scorecard to 
identify the players or the activities they are engaged in. The following 
is one man's attempt to provide such a scorecard. Keep in mind that some of 
the players still quibble over the finer points of definition and sometimes 
succumb to territorial jealosies. This generally -occurs in any field where 
volunteers and professionals practice side by side as they do in advocacy and 
only attests to the humanness of both classes of practitioners. 

In trying to make the distinctions in this field as sharp as possible 
let's look at them from several angles. First, let's classify them in terms 
of whether they serve individuals with disabilities or groups of such 
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individuals. Then, let's look at the different activities engaged in 
individual and collective advocacy. Finally, let's look at who commonly 
performs which kind of advocacy activity and how these roles sometimes 
overlap.* This may involve some repetition. Hopefully, the repetition will 
make the distinctions clearer. 

I. Classification: Individual Versus Collective Advocacy 

A. Advocacy on behalf of individuals with disabilities 

1. Provision of generic (functional) services 

2. Counseling and support - Citizen Advocacy and Peer Counseling 

3. Coordination of generic services - case management 

4. Lay representation - informal and formal due process 
proceedings 

5. Legal representation - formal due process proceedings, litigation 

6. Protective services - intervention against abuse and neglect 

B. Advocacy on behalf of groups of persons with disabilities 

1. Planning and administration of generic services 

2. Mutual support 

3. Systems advocacy - administrative coordination and rulemaking, 
legislation 

4. Standard setting and enforcement, licensure 

5. Class action litigation. 



* In developing the following typology for the field of advocacy, the author 
borrowed heavily from Boggs, Elizabeth Monroe: "Protection and Advocacy 
in the Context of its Legislative History" in Advocacy Systems for Persons 
with Developmental Disabilities : Context, Components, and Resources; 
Texas Tech University, Lubbock. 
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The terms "case advocacy" and class advocacy" are sometimes used 
to label the two categories identified above • They are interchangeable 
with individual and collective advocacy, respectively* 

In each category above, the types of advocacy have been arranged 
along a continuum beginning with those which are the least formal and ending 
with those which employ the most formal proceedings and enforcement measures. 
To some extent, the involvement of volunteer versus professional advocates 
parallels this continuum with the volunteers being more heavily involved in 
the first-listed types in each category and the professionals in those 
listed later. However, this distinction is frail enough to start a lot of 
arguments and resolve very few. 

II. Definition of Advocacy Activities 

Let's take a brief look at each of the activities listed and see 
how they've earned their practitioners' claims for inclusion under the 
umbrella term, advocacy . 

Individual Advocacy 
A. Provision of generic services 

Very few of the services that a person with a disability receives 
are delivered in a vaccuum. Generally the service providers are linked 
together formally or informally and the service provided by one impacts on 
the way others deliver theirs. Each develops a unique understanding of the 
person with a disability and his or her needs. To the extent that the 
individual service provider uses that understanding to improve the totality 
of services provided, he or she is an advocate for the disabled client. The 
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dietician who sees a patient having difficulty with a knife and fork and 
who suggests an occupational therapy evaluation is an advocate at the most 
basic level. So is the lab technician who spots a barely perceptible limp 
which, on examination, proves to be evidence of an undetected stroke. Both 
have transcended their normal professional duties to obtain better services 
for the persons under their care. 

B. Counseling and support - Citizen Advocacy and Peer Counseling 

Counseling in the generic sense of providing guidance and psychologi- 
cal support can be an adjunct to advocacy when it is xised to help the person 
with a disability or parent (s) of a disabled child to clarify their goals 
and gather the strength to pursue them. In varying degrees of intensity, 
professional counselors, friends, and other professionals provide this 
advocacy service. 

In addition, there are two programs of support which have become 
formalized enough to be recognized as sub fields within advocacy. The 
first, Citizen Advocacy, was developed to provide support to young persons 
and adults with mental retardation so that they can live more independently. 
Most Citizen Advocacy programs are sponsored by local Associations for 
Retarded Citizens, but an increasing number are being developed to serve 
other persons with developmental and related disabilities, either by volunteer 
agencies such as United Cerebral Palsy Associations or by the Developmental 
Disabilities Protection and Advocacy Systems. 

These programs generally employ volunteers on a one-to-one basis 
who provide support and companionship to a person with a disability called 
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a protege. The volunteer may perform other services for the protege to 
improve the skills he or she needs to function more independently. These 
may include tutoring or less formal training in eading and language arts, 
grooming and personal hygiene, money management, shopping and meal preparation. 
In some instances, the Citizen Advocate may intercede on the disabled person's 
behalf with community institutions and social service agencies to increase 
their understanding and acceptance of that person. In conflict situations, 
the Citizen Advocate may speak on his or her behalf as a lay advocate and 
some programs engage in systems advocacy to change the commun:^ty response to 
persons with disabilities as a group. 

The second, Peer Counseling, has grown out of the Independent Living 
movement. In this program, persons with disabilities who have succeeded in 
living independently share their skills and experiences in a counseling 
relationship with others who have recently become disabled and/or who are 
trying to achieve a greater degree of independence. The sophistication of 
this program, like that of Citizen Advocacy programs varies with the degree 
of training of the helping person and the complexity of the problems of the 
person he or she is helping. Some Peer counselors are paid and others are 
volunteers depending on the philosophy and/or funding level of the program 
in which they work. 

C. Coordination of generic services - case management 

Some disabling conditions require complexly interrelated services 
over an extended period of time. The person coordinating the delivery of 
these services for a particular disabled person has recently come to be 
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called a case manager. Usually trained in social work, this person is charged 
with negotiating his or her client's way through an often disjointed network 
of human service agencies and insuring that their disparate services are 
somehow tailored to meet the client's very individual needs. This is a very 
specific advocacy role which has developed to serve persons with developmental 
disabilities. To some extent these same skills are used, generally over a 
shorter period o'f time, by the vocational rehabilitation counselor in 
coordinating the variety of services a person with a disability needs to 
prepare for and obtain employment. 

D. Lay representation * lay advocacy 

Many of the federal and state programs providing services to persons 
with disabilities have a variety of eligibility requirements. The denial of 
service under them may be appealed through a variety of due process pro- 
ceedings. In addition, such proceedings may also be used by disabled 
persons or their parents who are dissatisfied with the services they ar^ 
receiving from those programs. For example, both the Social Security System 
which provides supplemental or maintenance income to persons with disabilities 
and P.L. 94-142 which guarantees a free and appropriate education to handi- 
capped children have such due process proceedings outlined in their implementing 
regulations. 

In many cases, the first steps of such proceedings are designed to 

be informal and encourage negotiation of differences before the position of 

each party hardens. Still, the service provider is generally represented 

in those proceedings by professionals who are better versed in the services 

provided and the laws and regulations that govern their provision than are 

* « 
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the persons with disabilities who receive them or their parents. 

^ As a result, a number of groups have trained lay advocates to 

represent or otherwise assist in such proceedings. These persons have a 
.specific knowledge of the statutes and regulations in a particular area of 
disability law and a familiarity with the professional disciplines providing 
the services in question. Often they are parents or disabled persons 
themselves who have gone through the process on their own behalf. In some 
cases, they are backed up by attorneys who provide guidance and/or step in 
when the proceedings become so formal as to require a lawyer. Many of the 
Developmentally Disabled P&A Systems have provided the training for and 
serve as backup to such groups which they refer to as Advocacy Networks. 

E. Legal Representation 

When such proceedings become fornjkl or when the regulations require 
it, the services of an attorney are needed to obtain the appropriate services 
for a person with a disability or to protect his or her human and civil rights 
The Protection and Advocacy Systems have been established by Congress to 
provide that service to persons with developmental disabilities. . A number 
of states have expanded the P&A mandate to include persons with other 
disabilities. All have the capacity to bring legal action, either directly 
or through contract with private attorneys or legal service agencies. In 
some states, legal service agencies have projects which specifically serve 
persons with disabilities. In some others, state or local bar associations 
do so. ^- . 

F. Protective services 

Advo<cacy and law enforcement combine in programs which protect 
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classes of persons who are particularly vulnerable to abuse and neglect^ 
Begun to protect children, many such programs have expanded to cover the 
elderly, nursing home residents, and persons with mental retardation. 
Generally, they are a function of state government. Included as protective 
services are also those agencies which provide guardianship services for 
those persons who, by reason of mental incompetence or severe physical 
incapacity, are unable to make decisions for themselves. Like oth^r protec- 
tive services, some guardianship programs are specifically designed to serv6 
disabled persons and others serve them if they belong to another protected 
class. 

ColXective Advocacy 

A. Planning of generic services 

At the governmental^level, there are many services designed for 
nondisabled persons which play an important part in a Cwmorehensive service 
network for persons with disabilities. Health care systems and income 
maintenance programs are but two examples* Increasingly, planners and 
administrators of programs which serve the disabled have interceded with 
these larger programs to redesign their services so that they will be more 
accessible to persons with disabilities and more responsive to the partic- 
ular needs which arise from those disabilities. This advocacy function 
is largely carried out in the public and private S€<ito^s of the human ^ 
services community and it employs the todls of planning and administration 
in its gentle persuasion. If it were not so sequestered and so gentle, it 
would be classified as systems advocacy (see below). Many do call it that. 

B. Mutual support | 
Historically, the oldest advocates for persons with disabilities 
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are the national, state and local voluntary agencies and associations formed 
to assist persons with specific disabilities. While these groups now provide 
a wide range of services and engage in a number of advocacy functions such 
as lobbying and bringing class action litigation, many still fulfill the 
purpose for which they were originally formed: to provide mutual support 
for persons with disabilities and/or their parents. As responsibility for 
services to persons with disabilities has shifted from the private to the 
public sector, many of the older groups have shifted their focus and many 
new groups have formed. For example, when services were primarily private, 
parents banded together to form Associations for Retarded Citizens and 
United Cerebral Palsy Associations. Now Parents Groups tend to form across 
disability lines to address the problems of special education in a particular 
school district or to lobby for changes in state laws. As an adjunct to 
these purposes, they also serve as a source of information and support for 
new parents of disabled children as the more traditional associations did at 
their inception and still do. Consumer groups of persons with disabilities 
perform these information and mutual support function for their members as 
well . 

C. Systems advocacy 

Systems advocacy, literally making changes in the sytem on behalf 

of persons with disabilities, takes many forms. They range from public 

education to change attitudes toward persons with disabilities to lobbying 

for legislation to proLect old rights or establish new ones. They require 

equally as many skills. The greatest number of disparate functions are 

♦ 

feubsumcid under this definition^ 
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D. Class action litigation 

These are legal actions brought in the name of specific individuals 
on behalf of a larger class of persons adversely affected by similar circum- 
stances who will benefit by the same or similar relief • Class actions often 
have the powerful potential for redefining the rights of even larger groups 
of persons and are therefore seen as popular advocacy tools. Recent experience 
has shown them to be costly and time consuming to pursue and the judgements 
resulting from them difficult to enforce. Historically j they played a major 
role in establishing the rights of persons with disabilities. 

E. Standard setting and licensure 

The collective form of advocacy in protective services involves 
the setting of standards for the facilities which provide services to persons 
with disabilities and the licensing of the professionals who provide those 
services. The standard setting process is a legislative or administrative 
function of state or federal government which is often the target of systems 
advocateJs who seek to improve services to persons with disabilities. The 
enforcement of such standards is generally a function of state government 
which often requires monitoring by advocates to be effective. 

III. , Roles i^ Advocacy 

Finally, let's look at the "who" in who does what in advocacy. 
This is the most slippery part of the exercise since the roles overlap 
considerably. Generally, there are three types of people who engage in 
advocaiiy: 1) attorneys and associated professional advocates; 2) health 

and human service professionals; and 3) persons with disabilities, their 

p. 

parents, relatives, and friends. 
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Lawyers obviously litigate and individual suits and class action 
litigation is exclusively their advocacy territory. Less obviously, they 
assist systems advocates by analyzing proposed legislation, administrative 
iXegulations, and formal agreements between government agencies for the 
provision or coordination of services. They may also act as the trainers 
of lay advocates. 

A relatively new professional advocate in the field is the community 
organizer who assists consumers in designing and carrying out more effective 
strategies for change. This professional works almost exclusively in systems 
advocacy, though his or her efforts may also improve a group's capacity for 
information sharing and mutual support. 

Health and human service professionals plan, coordinate, and deliver 
services to persons with disabilities. They provide supportive counseling 
and may be involved in standard setting and enforcement as well as various 
aspects of protective services depending on their profession. In addition, 
through their professional societies, they are active in lobbying for the 
general improvement of Qonditions for persons with disabilities. Thus they 
are systems advocates as well. As th6 relative or friend of persons with 
disabilities, they may assun*e additional advocacy roles • 

Disabled consumers, their relatives, friends and interested volun- 
teers act as counselors, and provide mutual support. They are lay advocates 
in due process proceedings. They take the lead in systems advocacy and fill 
the largest number of roles in that area. 
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IV. Conclusion 

There seems to be ample room in the growing field of advocacy 
for anyone interested in persons with disabilities. It helps to know your 
role, both so you can use your skills more effectively and so you can avoid 
tripping over the other practitioners. 



ADVOCACY* 



Everyone has needs and desires. Some of them are practical, such as 
food, clothing, housing, and education. Others, such as recreation,' friend- 
ship, and love, are emotional. People in our society are guaranteed the right 
to pursue these needs and desires. They are likewise granted various legal 
rights. Persons with developmental special needs have these same rights, as 
well as other specific rights (see module on Legal Rights for Clients). 

Most rights are not self-enforcing. People must be aware of their rights, 
and in some cases insist on them. In complex matters, though, many people have 
difficulty in exercising their rights. Other persons are so impaired or dis- 
advantaged that they cannot exercise their rights in even simple, day-to-day 
matters and cannot effectively represent their own interests. In these 
situations they need someone to speak up for them, to represent their rights 
and interests. This process of speaking up for another person is what advocacy 
is all about. And Advocacy is what this module is all about. 

The concept of advocacy is by no means new. Throughout history, people 
have acted individually and through organizations to plead their own causes 
and those of others and to protect the rights and interests of persons unable 
to do so for themselves. In recent years, though, out of the growing concern 
for human and civil rights and an increasing awareness of the worth and dig- 
nity of all individuals, there has been an increase in advocacy movements for 
disadvantaged people. Persons with developmental special needs have benefited 
from advocacy. Advocacy helps make the principles of normalization work. 
It ensures that the rights of people with developmental special needs are not 
denied to them or ignored. 

This module deals with, the role of advocacy in the lives of persons with 
developmental special needs and with the nature of this advocacy — what it is, 
how it works, who is doing it. It also provides examples and exercises to 
assist the reader when he/she finds himself /herself in an advocacy role. 

Definitions 

Advocacy is commonly thought of as a legal process. But it usually 
doesn't involve lawyers or courts. Individuals, organizations, and agencies 
all play advocacy roles. The Center on Human Policy, a leading advocate in 
promoting the rights of people with disabilities, offers a very simple ex- 
planation of the term. 

"Advocacy is the independent movement of consumers 

and their allies to monitor and change human services." 

This definition has several important components. It is "independent" mean- 
ing it is usually best done from outside of human services. "Movement" 
implies a goal orientation. "Consumers" are the people directly affected, 
and it only makes sense that they play a key role in promoting changes that 



♦Chapter from The Advocate Resource Manual, developed by Nebraska Advocacy 
Services, Lincoln, Nebraska. ^ 
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likewise affect them. "Allies" include family, friends and professionals 
who are willing to share at a gut level, the consumer's anger, sense of 
injustice, and commitment to change. 

There are several different types of advocacy which play an important 
role in the lives of people with developmental disabilities. The following 
are some of the most common types. 

1. Self-advocacy refers to an individual speaking for himself /herself . 
This is the most basic and desirable form of advocacy. Every effort 
should be made to assist individuals to speak for themselves when-- 
ever possible. For example, a person should say for himself /herself , 
"You gave me the wrong change." 

2. Citizen advocacy is a concerned volunteer representing the interests 
of a friend with a developmental special need. The volunteer is 
recruited, screened, matched, and supported by a citizen advocacy 
office. For example, the citizen advocate can say, "My friend has 
been on the waiting list for your program too long. What can you 

do about it?" 

3. Systems advocacy is a process of bringing about changes in social and 
political systems that will make agencies and institutions more res- 
ponsive to the needs of people with disabilities. It may be done by 
paid agency personnel, trainers, paralegals, organizations formed by 
consumers, parents and just about anyone who is concerned about the 
rights and interests of people with disabilities. For example, a 
person acting as a systems advocate may say, "My client appeals your 
decision to reduce his SSI benefits," or "My client isn't getting 
the help she needs from your agency." 

4. Legal advocacy is an attorney representing a client in litigation, 
legal proceedings, or other legal matters. For example, the legal 
advocate might say, "I would like to file a writ of habeas corpus 
on behalf of my client." It may also involve court litigation on 
behalf of whole classes of people to remedy systemwide problems. 
"Rights to education" and "right to treatment" lawsuits are examples 
of class action legal advocacy. 

5. Legislative advocacy is the reform of laws, rules, and regulations 
on behalf of people with disabilities. Involvement in the legisla- 
tive process ranges from writing letters to public lobbying. A 
legislative advocate may say, "The passage of this law will enable 
people with disabilities to vote in neighborhood polling places and 
will encourage election commissioners to make them accessible to the 
entire public." 

Advocacy is more than just speaking for another in order to bring about, 
changes or to overcome barriers so that human needs and desires can be met. 
Speaking for another is often routine, but it can also be intense and cause 
disruptions. In general, advocacy occurs at the following levels: 

1. Most advocacy occurs at a nonintrusive level. It is advocacy that 
seeks only to secure equity, due process, or what is fair and just 
for all people. It might involve giving information, or explaining 
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or interpreting a problem. This kind of advocacy should not be 
disturbing to the social order. For example, a care-giver informs 
the municipal bus company that a large facility for handicapped 
persons has opened on an existing bus route but that there is no 
bus stop near the facility. Ke/she requests that a bus stop be es- 
tablished nearby for the large number of residents who will use the 
bus daily. 

2. The second level of advocacy is characterized as intrusive on the 
social order. It seeks compensatory treatment or justice. Advocacy 
at this level is seeking special consideration that requires some 
change and disruption. For example, children with mental retardation 
need more, not less, education than normal children. All agencies 
serving persons with developmental special needs may pressure the bus 
company to give a special discount to persons with handicaps. Since 
they have J^ess money and must depend on public transportation, they 
should have to ^ay less. This will require that the company risk 
losing revenue. 

3. The final and most intense level of advocacy is termed "disruptive." 
Advocacy seldom occurs at this level, but when it does, it seeks 
strong corrective action to right previous wrongs. It causes major 
changes in social order and creates disruption for many people. Class 
action litigation is often at the disruptive level, but some personal 
advocacy can also occur at this level. 

A coalition of groups representing handicapped persons, for example, might 
sue the municipal transportation district to put lifts on every bus. This would 
make the buses accessible to the handicapped, but it might also mean fewer buses, 
money shifted from other programs to remodel buses, unemployed bus drivers, and 
it might lead to higher bus fares and taxes. 

Regardless of the type of advocacy or at what level it occurs, three con- 
ditions must be met for the advocacy to be successful. 

1. Strong Commitment . There are many ways of helping people. One way 
is to impose what you think is "best for the client." This is the 
typical approach of bureaucracies, especially of those human service 
systems that employ large numbers of professionals. 

Another way of "helping" people is through charity. We use charity 
to provide relief of suffering and to express compassion. But there 
are problems with charity: charity often creates dependency by the 
victim; charity also communicates pity rather than sharing anger; 
charity can romanticize the victim as a "holy innocent," "angel," or 
"pathetic soul" rather than treating the victim as an equal, as a 
friend; charity sometimes relieves suffering but usually does not 
alter the conditions that create the hardships. 

A third way of helping people is to become an ally. These are the 
qualities of an ally as compared to those of the "charitable" person.* 



Obviously, we are not proposing that the ally and charitable person are al- 
ways so very opposite or that people actually fulfill either role in exactly 
the manner presented here. Rather, our purpose is simply to suggest the basic 
qualities of these two types of "helpers." 
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• The charitable person keeps the victim dependent and creates or main- 
tains the structures of dependency. 

• The ally will identify and help to free the victim from dependency. 

• The charitable person does not alter the victim's persistent need 
for help. The victim must depend on the continued good will of the 
charitable. 

• The ally helps the oppressed person become independent and self 
reliant. 

• The charitable person has his or her own view of what the victim 
must feel. 

• .The ally understands the victim's experiences through the victim's 
own words. 

• The charitable person pities the victim. 

• The ally treats the victim as an ally in change. The ally does not 
pity the victim but rather shares an anger about victimizing cir- 
cumstances. 

• The charitable person thinks the victim's suffering comes from the 
result of accident or fate or some fault within the victim. 

• The ally blames social forces as the cause of the victim's oppression. 

• The charitable person expects the victim^to change. 

• The ally works with the victim. The ally takes mutual risks and 
experiences change also. 

• The charitable person has a plan for the victim. The victim is not 
a peer. The charitable person must be thanked. 

• The ally and victim strategize together, mutually. 

• The charitable person has easy access to the bureaucracies. 

• The ally has little access to the bureaucracy because the ally is a 
threat to the person with power. 

• The charitable person maintains friendships with the officials who, 
whether purposely or inadvertently, create the circumstances of 
victimization. 

• The ally cannot maintain a close relationship with the victimizer. 

2. Variety of Skills . Second, an advocate must have a variety of skills 
in order to carry out advocacy strategies. The most important are 
assertive skills that facilitate communication and action. The 
ability to solve problems, knowledge of resources, and an understanding 
of the needs of persons with developmental special needs are also 
important. 

36' .■ 
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3. Legitimacy , Finally a certain degree of legitimacy is required 
when speaking up for another. Sometimes this legitimacy is ac- 
quired through a legal basis, such as that of an attorney, parent, 
legal guardian, or case manager. The approval of the person in 
need also serves to legitimize the advocate. Legitimacy also means 
the right to speak for another's interests. For example, the 
president of a company would not be seen as a legitimate spokesman 
for the workers on the assembly line. Advocates must share the 
interests of the persons for whom they are speaking. 

Let's now look at how advocacy works. Although much depends on the specific 
situation, there are some common elements in advocacy processes and some 
general guidelines that can help a person be a more effective advo'zate. 

Advocacy can be viewed as having six primary elements: 

1. Client ; a person or giroup of persons who need someone to speak 
with them or for them. 

2* Issue * a specific issue, problem, injury, or barrier that the 
client needs assistance to change or overcome. 

3. Target ; an individual, agency, organization, or source that can 
provide the remedy to the problem or redress for the injury, or that 
can remove the barrier. The target may or may not be aware of the 
problem. In any case, without intervention the problem will remain. 

4. Advocate: a person or group of persons who can and will act for 
client's best interests. There must be a minimum of conflict bet- 
ween the interests of the clients and the other interests affect- 
ing the advocate. The advocate may be the same as the client. 

5. Outcome : a desired solution to the issue. 

6. Action: a strategy that the advocate can use against the target 
that will lead to the desired outcome for the client. 

With these six elements in mind, let's look at the steps one might follow 
when acting in an advocacy role. 

Steps in Advocacy 

1. Awareness . You must first recognize that a problem exists. This 

awareness often develops from observing what is missing in the lives 
of persons with developmental special needs. Listening carefully to 
what clients are asking for is another good way to become aware of 
what should be. 

There is no set pattern for initiating advocacy programs, since so 
much depends on the advocacy level, the desired outcotoe, the skill 
of the advocate, and the general circumstances of the day. There 
is, however, a series of standard questions that can serve as a 
general outline and that offers the best possibility of success. 
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What is being suggested is that before you become involved in con- 
fusing peoples* lives (especially your own), some forethought might 
be beneficial. 

2. Commitment ; Awareness has to be followed by a commitment to do some- 
thing about the problem. The first question that must be answered is, 
"Are you so confronted by this need that you want to get involved 
personally?" Then, "Are you the right person? Could this person 
speak up for himself /herself ? Is there someone more appropriate than 
you — the parent, guardian, or caseworker? Do you have any other 
interests that might conflict with those of the person in need? What 
will be the costs to you in time and money? Will there be some other 
human costs that you will be willing to pay?" 

3. Information . Before moving on, homework is necessary. You must 
gather all the relevant information about the problem. What is the 
specific issue? Why does this problem persist? What is the desired 
solution? Who can do something about it? What are the relevant 
laws, regulations, policies? Who determines them? What are the 
alternative solutions? What has been tried in the past? If you 
fail, what happens to the person you are speaking for? Without ac- 
curate and sufficient information, the best of intentions and strong- 
est commitment will be of little value. 

Some other questions: Where do you get information? From the client, parents, 
service providers, agencies, consumer groups, attorneys, other advocacy agenciesi 
How do you get it? Ask, write, interview, telephone, read I What are your 
resources and who are your allies? Who is against you? 

4. Skills and Strategy . You've now identified the problem, the desired 
solution, and the parties involved. What approach should now be 
used? What skills are required to carry it out? 

In most instances the approach that is personal, simple, direct, and 
uncontroversial is the best. This is particularly true at the non- 
intrusive level of advocacy. Sometimes a letter, telephone call, or 
conference will be adequate where issues are fairly clear. Other 
issues might require group activities, such as letter-writing or 
media campaigns, public hearings, and demonstrations. The best 
approach might be low-keyed and informal, such as an admission and 
discharge hearing in a court of law. The type of approach depends 
on the type of issue, the degree of resistance, and the level of 
change desired. In any case, it should be the one that has the best 
chance of accomplishing the goal the advocate is after. 

A skill that is important is the ability to communicate clearly, as- 
sertively, and persistently. The ability to persuade, convince, 
negotiate, and compromise is also often important in effective ad- 
vocacy. Probably the most important skill is the abilitV to recognize 
your own limitations and get help when you need it. The best 
strategy might be to find a more effective advocate. 
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5. Action , , When we talk about action, we mean planned activities that 
will lead to social change. Action causes long-term change In the 
structure of human service systems. In human service policies and 
practices, and most Importantly, In how people think about problems. 
So actions can be oriented toward structural change, policy change, 
or educational change. 

But not everything that people do can be considered "action." We 
should not consider charity a form of action, for example, because 
charity does not lead to change, whether through structure, policy, 
or education. Most forms of clinical assistance to Individual 
children are noi: "actions" In the sense that we have used that term. 
Much of what people do In response to problems and Issues such as 
labelling, poor/ service, no service, and Institutional abuse, can be 
characterized as "relief of human suffering." When we see people 
suffering, we try to respond humanly, with warmth, affection, under- 
standing, and commitment; we respond personally to the Individual 
people who have experienced suffering. Such a human response Is 
both necessary and morally right, but this Individual response Is 
not action. 

Organizers cannot afford to Ignore human suffering. In fact, we 
need to develop close friendships with people who have suffered 
If we- are to accurately work toward solving their needs. But "action" 
means planning activities that lead to basic changes In how people 
think and In how organizations operate. Action Is a long-range or 
more permanent way of relieving human suffering. It attempts to 
alleviate ot alter the conditions that cause human suffering. We'll 
talk about different action strategies In the next chapter. 

6. Monitor and Evaluation . Follow up and evaluation are also Important 
aspects of an advocacy plan. Backsliding Is common for persons with 
disabilities. Victories are not final until programs are opera- 
tional. You need to know not only when the problem Is solved,- but 
whether It Is going to stay solved* amd tp wjat degree/ 



PROFESSIONALS CAN BE E: 
ADVOCATES * , 




By Janet Sullivan, 
Social Worker 



Being a "professional" does not have to mean that one serves first the intere^tfe 
at one's agency or school, and only secondarily, one's clients. Many prof e^siona^ls 
view themselves as advocates for their clients first, and employees of a school 
or agency seconds These persons ar^ "professional advocates." 

As I discovered, many special education children were being placed exclusively 
on the grounds of intelligence testing; consequently, some, whose problems , were not 
not uncovered by psychological testing were in need of services which were not 
pr^^vided (problem recognition). I checked this situation with iny cb->^ocial 
worker and found that it existed in other schools (concurrence on the problem). 
Together, we talked with many school persons and parents at all levels an4 
found many of them equally concerned arid willing to seek some improved process for 
placing special education children (broadening the base of concern). We talked 
with our district superintendent and secured permission to survey the district's 
special education classes (developing statistical proof of need for change). 
The results of the surWy were presenteil to the principals in the district 
(broadening the base of support for change) . 

By this time, we felt that there was strong support for movement on the problem; 
therefore, we organized and conducted a workshop on special education procedures 
with the District's Administrators, Psychologists, Nurses, Speech Clinicians, 
Social Workers and representatives of other disciplines servicing the schools 
(educating involved persons about possible new directions). A^: the workshop . ^ 
everyone w^s encouraged to give their ideas about improving services to special 
education children (establishing a democratic method of solution-finding). 
The idfea o'i staffing children into placements emerged as^ a common goal 
(concurrence on a solution). A recommendation was made at the workshop that 
a multi-disciplinary committee be formed to develpp staffing procedures 
for placing special education children (formalizing a problem-solving process). 
This committee was established by^ the Social Workers with the permission of the 
District Superintendent (acting ^mediately on the suggestion). It continued to 
meet until a staffing policy was written and imp^lemented in the district, 
(perserv.ing until solution implementation occurred). 

Organization principles which undergirded this successful action : 

1. Establishing clear' open communication and mutual support between the 
two Social' Workers serving the district . If th^re had been competi- 
tion or criticism between persons of the same discipline, Xhey would 
not have moved beyond themselves to effect .any significant changes 
in the schools. * ' 



* Adapted from How to Get Services By geinR Assertive by the Coordinating 
Council for Handicapped Children. 
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Concurring on the problem area . The Social Workers checked with others 
before initiating action in order to insure common recognition of ^the 
^ problem and support for change. ) 

3. -Broadening the base of concern . Before moving to a solution (which 
might not meet with wide^-spread^ support) , the Social Workers talked 
with many persons, chus building concern. ^ 

Developing statistical proof of the need for^hange . The Social Workers 
documented the need for an improved placement procedure to influence - 
* those wh9_ might still question the need for change. 

5. Educating persons' regarding possible new directions . Sensing a readiness 
for action, the Social Workers developed a means of 1)ringing awareness to 
school personnel about various^ways of solving the problem. 

6. Establishing a democratic base for solution finding . By allowing input 
for solutions, the Social Workers built enthusiasm and commitment to 
solution finding and solution implementation. 

'7* Concurring on a solution . Through skillful group work, agreemer»t upon 
a solution was secured before the, workshop dispersed. 

8* Formalizing a problem solving process . Through skillful organizing, a 
formal means of implementing a solution was agreed upon before the work- 
shop dispersed. 

9. Acting immediately on a suggestion . Before enthusiasm waned, the Social 
Workers moved to establish the suggested committee. 

10. Persevering until solution implementation occurred . The Social Workers 
became group workers in the committee tp facilitate movement through a 
maze. of personal and professional concerns toward solution implementation. 

A key v/ord in this whole process was flexibility , both in the role of the Social 
Worker and in the strategizing. As is apparent, the Social Worker moved from a 
position of case worker to researcher to organizer to group worker. The Social 
Worker maintained openness to advice from persons at all levels and was willing to 
change direction when a proposed strategy was denied or thought unwAse. 

By utilizing knowledge of organizing principles, forming a close coalition with 
co-workers and constantly -communicating with and supporting the administrator, 
the school Social Worker was able to move from a position «f pioblem-recognition 
to a position of influencing policy-making. The process was long, taking al- 
most four years, but the effect was improvement in services to the special edu- 
cation children in her district which included twenty-seven schools and eleven 
thousand, five-hundred children. 

This type of service can be and has been given by School Social Workers who 
take seriously their opportunity and obligation to influence decision-making pro- 
cesses for the betterment of children. 

How can parents help professionals become effective advocates? Janet Sullivan 
advises as follows: 
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Professional advocates frequently need support in order to effect changes in 
their agencies or schools. Parents can provide this by: 

1. Attending meetings that a professional advocate organizes 

2. Testifying for or writing letters for the advocate if his/her position 
is even called into question, and 

3. Maintaining a regular exchange of information with a professional ad- 
vocate to be' constantly aware of the occurances within the agency. 

The most significant changes occur in bureaucracies when a committed group of 
persons, from within and also outside of the bureaucracy, form a coalition to 
effect positive changes. Professional advocates need parents and consumers, and 
parents and consumers need professionals. 




ADVOCACY IS . . . 
ADVOCACY IS NOT 



ADVOCACY IS ; 

1. helping parents help themselves. 

2. building confidence so parents are able to help themselves, 

3. supporting efforts towards independence. 

4. providing necessary tools for appropriate decisions and appropriate 
action. 

5. informing parents of their rights. 
6.. helping parents get their rights. 

7. analyzing a problem and pinpointing areas of responsibility. 

8. stating options available to resolve a problem. 

9. providing technical assistance and training. 

10. providing assistance in locating appropriate services. 

11. refetrin-g to appropriate agencies. 

12. lobbying for necessary legislation. 

13. agitating to get legislation implemented. 

14. organizing for change. 

15. initiating new services. 

16. investigating grievances. 

17. following up on complaints. 

18. going to court when other avenues have failed to get results. 

19. bringing parents and groups together for mutual support and action 

20. advocating and/or interceding on behalf of parents only when they are 
unable to help themselves. 

21. a partnership with parents, with mutual sharing of information, tasks, 
and action. 



A DVOCACY IS NOT : 

1. taking over a parent's life (or problem) and making all decisions for 
him/her . 

2. squelching efforts of self-help. 

3. reinforcing feelings of helplessness and dependence. 

4. keeping parents in the dark while doing everything for them. 

5. keeping parents uninformed about their rights, so they will have to 
rely on the advocate for everything. 

6. discouraging parents from becoming activists. 

7. making excuses for unavailability or inadequacy of services. 

8. making decisions for parents. 
^. controlling parents. 

ID. persuading parents to accept "make do" services 

11. closing the door to parents because "there's nothing I can do to help. 

12. keeping "hands off" of politics. 

13. accopting the status quo when legislation is not implemented. 

14. seeking individual solutions to group problems. 

15. ac<''ppting unavailability and inadequacy of services. 

16. denying existence of problems reported. 

17» dn^pping a complaint: after initial contact. 

18. filing a lawsuit as the first approach to a problem. 

19. working only witn individuals when others share a mutual problem. 

20. inCerceding on behalf of parents who can help themselves. 

21. a parent /child relationship. 
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THE ROLE OF PARENT GROUPS * 



"I sometimes feel so alone as a parent. And I feel so 
overwhelmed when I'm dealing with bureaucracies. Am I 
the only parent who's going through this? »» 

Local parent groups can assist parents cope with their concerns and 
problems in dealing with their handicapped children. Additionally, they 
can help parents become assertive by providing the information and 
support they need to obtain services for their children, 

A PARENT GROUP CAN ; 

1. Let parents know they are not alone with the problems they are 
experiencing in getting services for their child. 

2. Inform them of their rights under the Education for All Handicapped 
Children Act ( P,L, 94-142 ) and Section 504 of the Rehabilitation 
Act of 1973 , 

3. Help them prepare for a staffing, lEP meeting, due process hearing, 
and other special education meetings, 

4. Help them rehearse their presentations when negotiating for services 
for their child. 

5. Provide support at staffings, lEP meetings. Due Process Hearings, and 
other special education meetings, 

6. Help them lobby for more services, when the service their child needs 
does not exist, 

7- Provide the emotional ^^upport and self-confidence, they n eed to be 
effectively assertive and obtain their rights, 

8, Help them file complaints with the U,S, Department of 

Education, the U.S. Office of Civil Rights, when services required 
by P.L, 94-142 and Section 504 are not being provided; or there is 
evidence that these laws are being violated in any way, 

9, Negotiate with bureaucracies to rectify problems shared by the group. 

10, Provide opportunities to share experiences , coping skills, negotiating 
skills and advocacy skills with other parents. 

11, Organize and participate in coalitions to reach mutual goals. 



Adapted from How To Get Services by Being Assertive by the Coordinating 
Council for Handicapped Children, 
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PARENTS CAN BECOME INVOLVED IN A PARENT GROUP AND/OR MEET OTHER PARENTS BY; 
1. Contacting your local chapter of the: 
a. Association for Retarded Citizens 

h. Association for Citizens with Learning Disabilities 

c. Parents of The Hearing Imparied 

d. Parents of the Blind 

e. United Cerebral Palsy 

f . Spina Bifida Association 

g. Society for Autistic Children 

h. National. Alliance for the Mentally 111 

For names and addresses of these parent groups: 

a, Consult the Appendix 

b. Contact CLOSER LOOK, BOX 1492, Washington, D.C. 20013 

If there are no appropriate parent organizations in your area, ORGANIZE ONE , 
Follow steps outlined in HOW TO ORGANIZE AN EFFECTIVE PARENT /ADVOCACY GROUP 
AND MOVE BUREAUCRACIES , published by The Coordinating Council for Handi- 
capped Children, 407 S. Dearborn St., Room 1075, Chicago, 111., 60605. 



SYSTEMS CHANGE ADVOCACY 
By Marie L. Moore 



Advocacy is defined as insuring disabled persons their rights to appropriate 
services. The process of advocacy includes finding, accessing, and develop- 
ing such services at the time and in the place they are needed. 

The advocacy process is especially difficult, however, when the needs are 
multiple. And it is particularly acute when families of (|isabled persons 
are from low- income and minority groups. 

The United Cerebral Palsy Association's National Advocacy Project, launched 
in July, 1972, under a grant from HEW, set out to develop and monitor models 
of advocacy in UCP affiliates. Inherent in each model has been the establish- 
ment of an advocacy advisory council, composed of consumers, volunteers, and 
professionals, and the emplojnnent of an advocacy coordinator. Together, they 
work across-the-board in affiliate programs and in the community, intervening 
on behalf of persons with developmental disabilities. Intervention here means 
bringing about changes that remedy the problems of not just one person, but 
all persons in the present and future who may have similar problems. 

Class advocacy has included the following approaches: 1) Initiating, influenc- 
ing, and monitoring legislation affecting the developmentally disabled; 2) 
Using a systems analysis approach, identifying services needed and/or changes 
sought in the service delivery system from the consumer's perspective; 3) 
Initiating, influencing, and assisting in the development of new services; and 
4) Promoting the active involvement of a diversity of consumers (disabled 
adults and parents of disabled children) in the planning, policy-making, arid 
monitoring of services at state, county, and local levels. 

Other approaches used in class advocacy include: 5) Providing technical 
assistance to established consumer action groups in the use of appeal pro- 
cedures, the development of action strategies, and similar activities; and 
6) Using community organization processes to develop better communication 
and cooperation among agencies, organizations, and consumer groups involved 
in community planning. 

Case advocacy approaches have included: 1) Providing informatian, training, 
and technical assistance to case management and personnel working for UCP 
affiliates and other agencies in order to expand their advocacy role and 
function; 2) Conducting an ombudsman program for a disabled person following 
the report of a grievance, by investigating, interceding, or initiating 
action on his/her behalf; and 3) Locating appropriate legal services for 
consumers or groups of consumers, and providing information that will assist 
legal service professionals in negotiation or litigation. 

In each model location, specific target populations have been identified. 
These have included very young parents and their children, persons f;rom ethnic 
minority groups, persons residing in state institutions, and those separated 
from services because of location in rural, inner city, or other isolated 
areas. 
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Initially three model sites were selected. These were New York State, San 
Mateo and Santa Clara Counties in California, and Milwaukee, Wisconsin. 
Three replication sites were then chosen: Illinois,' Rhode Island, and the 
Greater Kansas City area. The UCP affiliates in these areas represent 
diverse geographic and population profiles, varying patterns of service 
delivery and availability, and unique patterns of programming services for 
the disabled. 

Projects Result in Many Changes 

Various systems changes have resulted from UCP involvement in these project 
sites. For example, project efforts in San Mateo and Santa Clara Counties 
resulted in the establishment of a parent coalition group - Parents for 
Improved Community Services (PICS). This group was originally organized 
to address a grievance involving the" exclusion of one severely disabled 
child in one county school system. However, it was necessary for the parent 
group to use a state statute which mandated a grievance procedure that had 
never been detailed, much less implemented. 

With the assistance of the advocacy coordinator, the parent group designed 
a grievance procedure which is now considered a model for the entire state 
of California. Under this statute and using this appeal process, PICS was 
able to win this case, and obtain educational programming not only for the 
child in question, but also for 30 other children in the county. The parent 
group continues to monitor the quality of educational services for these 30 
children, and counsel other providers of services as well. 

Another example of systems change occurred in New York State, where volunteers, 
consumers, and UCP staff organized a statewide citizens' group to develop 
legislative proposals and communicate with their legislative representatives 
regarding the needs of the developmentally disabled. Project efforts have 
also facilitated new programs for disabled children in rural areas of the 
state and alternative living arrangements for former residents of state 
inc;titutions. 

In Milwaukee, project efforts included a follow-up survey of high risk infants 
in 250 families, most of whose cases were not followed after discharge from ^ 
the Milwaukee County High Risk Infant Nursery. Findings from this survey 
resulted in county and state funds to improve follow-up services by the 
High Risk Nursery. 

In addition, through information gathered in the project's ombudsman program, 
a gran^was written and state funds obtained for legal services for the 
d'^velopmentally disabled. These services are currently being offered through 
Milwaukee Legal Services. r 

As a voluntary agency conducting an advocacy project in several locations 
throughout the country, UCPA has found that advocacy, in order to be effective, 
requires linkage of many advocacy systems. Advocacy is a process which 
reaches and teaches consumers, works to change the service delivery systems 
when necessary, and cements the relationship between persons who are disabled, 
their families, and the agencies mandated or committed to provide services. 
This process requires the help and input of all concerned. 
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vides guardianship , 










trusteeship - and other 










advocacy services. 
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ADVOCACY PROGRAMS FOR THE DISABLED 



Type 


Purpose 


Responsible Organization 


Class Advocacy 










A. 


Legislative 


A. 


Using the legislative 


A. 


Representatives of 




Advocacy 




process to mandate 




consumer organizations 








change in the social 




at local, state, and 








system in order to 




national levels. 








secure the rights of 


















B. 


Community 


B. 


Using the community 


B. 


Community or state- 




Organization 




organization process 




wide planning groups. 




Advocacy 




to develop better com- 




or consumer advocate 








munication among agen- 




groups whose member- 








cies serving the disa- 




ship includes consumers 








KI^H* f" r» a Q Q ^ Q t" in rhp 












development of coopera- 




tatives . 








tive or coalition efforts 












on behalf of the disabled 












by public and private 












providers of service, and 












U y CLriia Uiuc I, a • 






C. 


Program 


C. 


Service development and 


C. 


Consumer representa- 




Brokerage 




program expansion by 




tive organization 








eliminating barriers which 




working in cooperation 








obstruct program develop- 




with governmental and 








ment, and combining 




private agencies. 








resources . 






D. 


Protective 


D. 


A service mandated by 


D. 


State government board 




Services 




legislation which pro- 




or council. 








vides guardianship , 












trusteeship, and other 












advocacy services . 






E. 


Consumer 


E. 


Groups of parents or 


E. 


Independent organiza- 




Action 




adults who are disabled 




tions; groups associated 




Advocacy 




that act as pressure 




with consumer represen- 








groups or influencing 




tative organizations. 








groups and advocate for 












desired change. 







INFORMATION FROM . 





A Proi«ct of th« Par«nt9' Campaign for Handicapped Children and Youth 



Box 1402 
Washington, D.C. 20013 



HOW DO YOU CHANGE ATTITUDES? 



Attitudes toward disabled people have been around a long time — unfor- 
tunately, mostly based on ignorance and lack of experience. As we get to 
i^now each otlver better, old awkward and negative feelings will change. In 
the oiear^.tiine, it helps to know wl)ere to turn for information on how disabled 
people Lcid and do get along in the world, on their own '— with adaptations 
and adjustments that can help them live fully. 

Most disability related national organizations have educational litera- 
ture and good suggestions that can help make mainstreaming work for disabled 
people. Parent groups, too, have long been involved in helping to eliminate 
fear and ignorance concerning specific disabilities. In addition, several 
national groups dedicate their entire effort to educating society to the abili 
ties and needs of people with disabilities, The following have mateVials that 
can help to change attitudes and heighten awareness of what disabilities are 
all about. 



CENTER ON HUMAN POLICY 
Syracuse University 
216 Ostrom Avenue 
Syracuse, New York 13210 

This center is an advocacy and research organization involved 
in the national movement to insure the rights of people with 
disabilities. Write for their listing of publications and 
slide shows. 

COUNCIL FOR EXCEPTIONAL CHILDREN 
1920 Association Drive 
Reston, Virginia 22091 

Teachers and other professionals (and parents, too) who work 
with handicapped children may turn to this organization for 
publ ications,. computer literature searches, and topical biblio- 
graphies, including one on attitudes toward handicapped persons. 
A new workshop manual called EVERYBODY COUNTS! can be used as 
a teaching tolkl for awareness programs for schools and other • 
groups. • 
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DISABILITY INFORMATION CENTER 
University uf Southern Maine 
246 Deering Avenu^^ 
Portland, Maine 04102 

This center stems from a 1977 update of a study of the needs of 
disabled people in Maine. As a result of the literature search, an 
extensive collection of publications exists and may be tapped. A 
bibliography of these materials, THE DISABLED AND RELATED NEEDS 
AREAS, is available. A f Urn index, DISABILITY ATTITUDES, is also 
available for a small fee, 

HANDICAPPED LEARNER MATERIALS DISTRIBUTION CENTER 
Audio-Visual Center 
Indiana University 
Bloomington, Indiana 47405 

Films, kits, games, and adaptive devices may be borrowed from 
this center. Films are available on a loan basiSv with the 
borrower paying return postage. Eligibility requirements and 
a materials catalog will be sent upon request. 

MAINSTREAM, INC. 

1200 15th Street, N.W. 

Washington, D.C. 20005 

With employment, education, and other civil rights of handi- 
capped people as its aim. Mainstream conducts conferences 
nationally and operates other information programs on affir- 
mative action for disabled people. Their toll-free hotline, 
800-424-8089, concentrates on federal laws affecting disabled 
people, especially Sections 503 and 504 of the 1973 Rehabili- 
tation Act. Write for their publ ications list and for sub- 
scription information for their bimonthly newsletter, IN THE 
MAINSTREAM. 

THE PRESIDENT'S COMMITTEE ON EMPLOYMENT OF THE HANDICAPPED 
nil 20th Street, N.W. 
Washington, D.C. 20210 

With job training and employment for disabled people as their 
first concern, PCEH strives to create greater conmunity accep- 
tance of persons with special needs. A publications list and 
film list are available — also a monthly magazine, DISABLED USA. 

REHABFILM 

International Rehabilitation Film Review Library 

20 West 40th Street 

New York, New York 10018 

The library's collection of films may be rented or purchased by 
schools, health organizations, and hospitals for training and 
public awareness purposes. They publjsh INTERNATIONAL REHABILI- 
TATION FILM REVIEW CATALOGUE and the REHABFILM newsletter, which 
is devoted to the media and handicapped persons. 
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REGIONAL REHABILITATION RESEARCH INSTITUTE ON ATTITUDINAL, LEGAL. 

AND LEISURE BARRIERS 
George Washington University 
1828 L Street, N.W., Suite 704 
Washington, O.C. 20036 

The institute's research activities have resulted in a lively 
series of booklets, each focusing on a different set of atti- 
tudinal barriers. Materials are produced for both rehabilita- 
tion professionals and for the general public. Theii* free 
publications list Includes AHITUDES AND DISABILITY: A SELECTED 
ANNOTATED BIBLIOGRAPHY, 1975-77. 
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RECOMMENDED READINGS ON ADVOCACY 



Advocacy for the Mentally Retarded- Book 1 Community Organization , Bernstein, Jack 
Book 2 Strategies for Problem Solving , Book 3, Advocacy for Clarke, Brenda 

the Mentally Retarded Collins, Leslie 

Three books with practical information on affecting change at various societal 
and governmental levels, for persons who are mentally retarded. Book 1 provides 
basic information on how to establish an effective advocacy committee tb advocate 
for persons who are mentally retarded. Book 2 contains helpful strategies in 
advocating for persons who are mentally retarded. Book 3 provides technical 
information necessary to mount a public relations campaign based on local 
achievements and problems. 25, 27, and 44 pp. 

An Advocacy Manual for Parents of Handicapped Children Mc Craven, Carol 

A practical guide for parents which e::plains a variety, of benefits available 
for handicapped children, including information on social security* vocational 
rehabilitation, training, and education services. Additionally,^ the book 
describes methods by which to assure that the state is providing the services . 
it should. 46 pp. , . 

Advocacy Systems for Persons with Developmental Disabilities Bauconi, Linda; 

Bernsberg, Gerard 

Consists of combined proceedings and five issue papers on the 

concept of advocacy including legislative history and the planning and evaluation 
of advocacy systems. Various components of an effective protection and advocacy 
system are discussed including legal, citizen, case management, and systems 
advocacy. 279 pp. . 

Let Our Children Go Biklen, Douglas 

Describes how parents of children with disabilities, and their allies, can fight 
for their own needs and rights. Advocacy means moving bureaucracies. T^e basic 
steps to successful organizing. 

Thinking, Learning, Doing Advocacy Dickman, Irving R. 

Explains the work done by the UCP National Advocacy Project, and the strategies 
that were implemented in changing various systems to be more responsive to the 
needs of persons with developmental disabilities 128 pp. 

Negotiation: A Tool for Change Taylor, Steven 

A paper that is designed to enable consumers, parents, and advocates to negotiate 
effectively. Especially useful when two groups with conflicting interests meet 
to discuss the issues between them. It introduces ideas in the following 
areas: approaches, preparation strategies for effective negotiation and 
follow up. 

. Planning Effective Advocacy Programs American Coalition of Citizens with* 

Disabilities Bowe, Frank and 
This book offers some guidelirre^N Williams, John 

for enhancing the capabilities of 

existing organizations and ensuring the effectiveness of new ones. The goal in 
publishing this book is to help disabled people throughout the nation to help 
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themselves more, and with less frustration, through the creation of truly 
successful advocacy programs. 61 pp. 

Advocacy - assertiveness - for parents 

Parents Speak Out Turnbull, H. Rutherford III & Tarnbull, Ann P. 

This book is about professional who are parents. It is for professionals, both 
those who are and are not parents, and for parents who find that the average 
profession§J. seldom sees their children and their problems from their point of 
view. The problem confronted is the presence of a handicapped child or adult 
in the f amily ^f tKe professional. The reactions discussed are personal, the 
people are, real as well as their difficulties. 210 pp. 

Advancing Your Citizenship; An Advocacy Manual for Persons 

With Disabilities Crosson, Anita; Browning, Philip; Kramps, Robert E. 

% ^ 

The purpose of this manual is to assist disabled people and their advocates in 
further exercising their rights under the law. The first section introduces the 
reader to the three major pieces of federal legislation pertaining to handic apped 
individuals. The second section overviews specific mechanisms which can be 
used in implementing these rights, while the final section is a demonstration 
of the application of these rights and mechanisms. 

/ 

How to "Get Services by Being Assertive Coordinating Council for Handicapped 

' . . Children 

The contents of this handbook are based on thousands of calls, letters, and per- 
sonal contacts with parents of handicapped children during the Coordinating 
Council's ten-year existence. The assertiveness training exercise and other- 
techniques described in this book were developed — and used successfully by 
the Coordinating Council in direct response to these parent complaints. 



ALLIED HEALTH CHILD-FIND AND ADVOCACY PROJECT 
ANNOTATED BIBLIOGRAPHY 
Attitudes and Feelings 



Simon, S., et. al.. Values Clarification . New York: A & W Visual Library, 1978. 

A book filled with exercises designed to help its readers Identify hidden 
and overt feelings. A good tool for developing various simulations. 



General 

President's Committee on Emplojrment of the Handicapped: A Handbook on the 
Legal Rights of handicapped People , Washington, DC. 



This Is a pamphlet which covers general legislation on archltectual barriers^ 
benefits, civil rights, education, employment, hospitals, housing^ Insurance; 
etc. ■ Material Is presented In factual abbreviated manner. 



Law 

Meyan, E> , Basic Readings in the Study of Exceptional Children and Youth , 
Denver: Love Publishing Co., 1979. 

Textbook which offers clear and simple explanation of P.L. 94-142 as it 
involves concepts like L.R.E. and I.P.E. and Mains t reaming. 



Parent 

Buscaglla, L. , The Disabled and Their Parents: A Counseling Challenge . 
Thorofare, N.J.: Charles B. Slack, Inc., i975# 
s 

A beautiful, book written in enchanting **Busc4gllaa** language and useful 
to anyone working on any level with the disabled and their families. 

Sellgman, M. , Strategies for Helping Parents of Exceptional Cliildren . 
New York: MacMillan Publishing Co. 1978. 

Although de^slgned primarily for teachers there is a very" useful and clear intro- 
duction to the family dynamics Involving the exceptional child in the family. 
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DP RIGHTS CENTSR PUBLICATIONS 



DP Rights Center 

The dD ftights Center of tfie^Mental Health Law Project and the Center on Human 
' Policy .is a legal and advocAcy backup project funded by the federal Bureau of 
developmental Disabilities / which provides assistance to protection and advocacy 
systems in thf following^ates : Alabama, Alaska, Arkansas, Colorado, Florida, 
Georgiai Idaho, Iowa, iCansas , Kentucky, Louisiana, Mississippi, Missouri, Montana, 
Nebraska, New Jersey, bew Mexico, New York, North Carolina, North Dakota, Oklahoma, 
Oregon, Puerto Rico, SWth Carolina, South Dakota, Tennessee, Texas, Utah, the 
Virgin Islands, K^shington, and Wyoming. 

The DD Rights Center has produced a series of advocacy and legal materials 
relating to the rights of persons with developmental disabilities. These mater4.als 
are available free of charge to protection and. advocacy agencies in the above listed 
states and at reproduction, handling, and postage costs to other individuals and 
proups (bulk rates are available on request). 

Publications 



A Guide to Monitoring Residential Settings by Steven J. Taylor, $3.25. 

This i^anual is designed to enable advocates, organizers, and consumers to 
monitor residential settings. The manual contains chapters on how to collect public 
informatiorf, how to observe and record information during visits to facilities, how 
to understand case records, how to sponsor investigations, how to identify gaps in 
community services, and how to combine monitoring with other advoc^tcy strategies. 

Understanding the Law; An Advocate's Guide to the Law and Developmental Disabilities 
by Steven J. Taylor and Douglas Biklen, $3.25. ' 

The purpose of cnis manual is to provide consumers and advocates with a bette: 
understanding of the law arid the legal process. Included in the manual are a 
glossary of legal terma^ an explanation of the system of laws, an overview of the 
stages of litigation, infcT^fcation on how to research the law, a discussion h v 
to build a case, and methods*^ for action. 

\ 

".'Negotiation: A Tool for Cljange" by Steven J. Taylor, $ .35. 

This seven-page paper describes basic negotiation strategies and how thoy 
be used to work for change. The paper outlines specific strategies for efi-^tlv*, 
negotiation, including preparing for and following up on negotiation sesnl 

'^Vocational Pights" by Douglas Biklen, Patricia Kennedy, John McOuire^, Jill Vii7_* .r, 
and Steven J. Taylor, $ .50. 

This papor^ contains information for consumers euid advocates vocational 
rehabilitation rights. Included are questions and answers on reh^.til i^.'^.t i 'r; ri*::. :■ , 
common complaints about the vocational rehabilitation system, informatl'^. f^ i 
mandates in voc^ationed educatim, euid li^^sts of advocacy rrganizaM nn » 

(over) 
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Observinfr in Institutions ' by Robert Bogdan and Steven J. Taylor, ^.50. 



This is a ."^uide for observing practices and conditions in institutions. The 
guide contains a series of questions concerning the physical environment, program- 
ming control measures, and other facets of institutional life. 

Cosorving Comnunity Residences * by Steven J. Taylor and Robert Bogdan^ v*^.50. 

This ffuide is designed to enable people to monitor the quality of life in com- 
munity residences serving people with disabilities. The guide contains a series of 
qiiestions relating to, various aspects of community residences. 

'"Principles of WhistloblowinF" by Douf^las Biklen and Milton Baker, $.35 • 

This four-^page T^a^er contains a list of suggestions for ' vhistlcblowers staff 
and others who want to call public attention to rights violations at service agenciei 

\ 

miZE CHECKS PAYABLE TO Hm'M POLICY PRESS. ADD ..$1.00 FOR SHIPPDIG. 

Send orders tot DD Rights Center 

Center on Human Policy 
2l6 Ostrom Ave. 
Syracuse FY 13210 
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A HEALTH ADVOCATE'S GUIDE TO THE FEDERAL 

BUDGET PROCESS 



by David t\ Chavkin* and Yveiie Hmchinson** 



I INTRODUCTION 

111 (he early duys ot health advocacy, nearly the only 
lool available lo improve access was Utigation. As hcahh 
advocates became more sophisticated, however, greater reli- 
ance was placed on tlie complementary tools of legislative 
and administrative advocacy. Such a m u It i faceted approach 
is often necessary to achieve goals that cannot be won 
through litigation and to protect acconiplishments that have 
been won.' 

Legislative advocacy has traditionally focused on two 
aspects of ttie legislative process — the authorization process 
and the appropriations process. During the authorisation 
process, new and existing programs are considered by the legis- 
lature and sometimes enacted into law. During the appropria- 
ioiis process, these authorised programs are funded up lo the 
levels set in the authorisation bills. 

RecenUy, a third step has been added lo this process. 
Ihis third step is the budget process. While its potential is 
still relatively unexplored, it may become the most important 
step in the legislative cycle. 

Importance of the Budget Process 

The budget process has a direct effect on authorization 
and appropriations bills. An authorization may establish a 
positive program for the poor. However, if the budget docs 
not permit this program to be adequately funded, the pro- 
gram purpose will not be realized. Even if an appropriations 
committee wants to fund a piogram in an adequate manner, 
budget limitations may prevent this from happening. More- 
over, a budget limitation may foice an authorizing committee 
to actually cut back on an existing program in order lo meet 
budget requirements. 

The expanded use by Congress of the reconciliation 
process^ poses even a greater threat lo programs serving the 

* Managing Atloincy. Washington 1)1 lice. National Health Law 
Program Mr Chavkin was fonncrly Ocpuly Director lor Program 
DcvelopHieni ol the Office loi ( ivil Riglns o( the Department of 
Health and Humaii Services As Dopnty Dircctdj. Mr Chavkin was 
responsible foi developing the ()C H budget. 

♦I aw Clerk, National Health I aw Program Ms Ihiichitison was a 
legislative assislaiu lo KcprcscnMtivc l outs Stoker and coordinator 
of ihc Health Biain I rust lor liic ( ongressional Uldv.k Caucus. 



poor. Through reconciliation. Congress can bypass the normal 
legislative process to dismantle tmportam social programs. 
Low-income advocates arc often denied an opportunity 
under reconciliation to even testify on these programs and 
document their value. 

Legislative advocacy on the budget therefore represents 
an important adjunct of legislative advocacy in other areas. 
As discussed in this article there are many opportunities for 
health advocates to influence this process. Just as advocates 
would no longer limit themselves to litigation in representing 
the interests of low-income patients, so budget advocacy 
should not be neglected in engaging in legislative advocacy 
generally. 



H. HISTORICAL EVOLUTION OF THE BUDGET 
PROCESS 

Th« UnlUd States Conttltutlon 

The basis of congressional authority over federal 
expenditures is Article I, Section 8 of the United States Con- 
stitution. This section provides that: 

The Congress shall have Power ... to pay the Debts 
and provide for the common Defence and general 
Welfare of the United States (and} ... To make all 
Laws which shall be necessary and proper for carrying 
into Execution the foregoing Powers and all other 
Powers, vested by this Constitution in the Govemmem 
of (he United States, or in any Department or Officer 
thereof.^ 

The Constitution ftirther provides: 

No Money shall be drawn from the Treasury, but in 
Consequence of Appropriations made by Law ... ^ 

Since only Congress can make laws, only Congress can 
authorize the withdrawal of money from the Treasury. Con- 
sequently, these clauses have been construed as a limitation 
upon the power of the executive branch.^ 

Until 1921 

As the United States grew in size and the federal budget 
grew in complexity, Congress became less and less able to keep 
pace. Inhially, revenue and spending bills were referred to the 
same committees in each house. In this way, the committees 



1 he current (CBulaiion-, ol ihc 1 cgal Scivko < itiporation permit 
legal services worker. ti> engage in IcgisKituc advocacy "in" 
response to a lequest lii»tii a . . . legislative body, committee, 
or member . (or itl an eligible client . . may be affected by 
a particular legislative . measure . . . ** 45 C.F.R. 
§1612 4(aMlH2) (1979). 
See text accompanying notes 85 and 86 infra. 



3. U.S CoNsr art. I. § 8. 

4. U.S. Const art. I, § 9. 

5. Cincinnati Soap Co. v. United States. 301 U.S. 308, 
(1937); Knotc v. United States, 95 U.S. 149. 154 (1877). 
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could balance revenues and expenditures in considering pro- 
posed legislation. 

In 1865, responsibility for deternnning spending levels 
for all activities in the House was transferred to a new "appro- 
priations** committee/ Consideration of spending bills was 
the sole responsibility of this committee Two years later, a 
similar committee was established in the .Senate.^ This division 
of responsibility over revenues and expenditures had the effect 
of precluding a balaiicing of outgoing funds with incoming 
revenues. 

Between 1880 and 1920. power struggles within Con- 
gress further fragmenicd budget procedures. While the Appro- 
priations Committee«v retained jurisdiction over deficiencies" 
and minor bills, powerful legislative committees took over 
control of the major spending bills. More than half a do?en of 
the legislative committees in each house had some power over 
spending policy In the absence of • central committee within 
Congress, anv coordmation of federal budget activities was 
impossible. 

This lack of C(>ordination was not limited to the legis- 
lative branch. fVior to 1921, there was no structured executive 
budget process Fxcctitive agencies lobbied Congress directly. 
In fact, the lack of budget expertise in Congress often led to 
noncritical acceptance of the agency recommendations. 

Often these a>»cncies took further advantage of the 
un.structured budget process in Congress. By spending their 
allocations long before the fiscal year ended, these agencies 
would be ** forced*' to seek supplemental funds from Congress 
in order to operate for the balance of the fiscal year. Congress 
would then have little choice but to accede. 

The Anti-I>ficicncy Acts of 1905 and 1906 were enacted 
vO curtail this abuse.'" 1 hese acts required agencie.s to appor- 
tion their monies throughout the fiscal year based on estimated 
expen.ses. This, it was theorized, would minimize the likelihood 
that an agency would find its funds depleted before its alloca- 
tion for the following fiscal year was appropriated. Equally 
important. Congress viewed the legislation as a means of 
reasserting control over (he budget process. 

Budg«( and Accounting Act off 1021 

In 1921 , C^ongress, instead of continuing its efforts to 
reassert congressional control over the budget, took a different 
approach. In the Budget and Accounting Act" Congress 
established an executive budget system. Under this system, the 
President was charged with the responsibility for preparing 
\nd submitting to C^ongrcss an annual budget.'^ This budget 



6. Sec Schick, Rudxff Reform I ej^islation: Rcftrganizing Con 
f^ressional Centers of riscal Power. \ \ Marv J. I r(,is :<03, .106 
(1974) 

7 Id 

8 Ihc term "deficicncirs" refers to funds which musi be appro- 
priated In agencies to replenish funds depleted prior to the end 
of the fiscal vear for which they were appropriated. 

9 See Schick, supra note ft, at nil 

10. Act of Mar V 1905, Ui MH4, § 4. Sial. 12^8; Act of t eb. 27. 

1906. eh MO. 5 y. Stat 27 
tl Budget and Accounting Act of 192 1. § 206. ch. I«. tit I, 42 

St.il. 20 (( (nil lied in si. altered sections of \\ tl S ( ). 
12 Miidgcl and AccoiintinK Aei, M H S.( ^ It (1976&Siipp til 

1979) 
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would set forth recommended spending levels. Flowever, 
Congress would still have to enact these levels into law. To 
assist the President, Congress also established an executive 
budget office,*^ 

Congrev^. also took some limited steps to strengthen 
its own budget system. The General Accounting Office was 
created to audit the government's accounts.'^ This office was 
also res|X)nsiblc for preparing investigative or analytical reports 
at the request of Congress.'^ Congress also returned jurisdic> 
tion over spending bills to the Appropriations Committees, 
There was still no central committee to assure overall Coordi- 
nation, however. 

Legislative Reorganization Act of 1946 

The hope (hat the Budget and Accounting Act changes 
would allow Congress to control the budget effectively proved 
to be shot ! lived. The Roosevelt administration had taken an 
expansive view of the role of the federal government and the 
size of the federal budget had correspondingly increased. In 
addition, (he executive budget system had not filled the need 
of Congress for technical support and coordinated direction. 

The congressional response to these shortcomings was 
the Legislative Reorganization Act of 1946.'^ Viewed as a 
major piece of legislation/" the act established a Joint Com- 
mittee on the Legislati^ e Budget made up of the House Appro- 
priations and Ways and Means Committees and (he Senate 
Appropriations and Finance Committees.'' This .loint Com- 
mittee was given responsibility for devising a legislative 
budget to be reported to both houses by February I5'of each 
year.^" 

Whereas the executive budget represented a summation 
of agency budget requests, the legislative budget was designed 
to report two recommended figures — the estimated expendi- 
tures and tlie estimated federal receipts."' The Joint Committee 
was also supposed to recommend a maximum appropriation 
for the following fi.scal year and a reserve for deficiencies, if 
necessary." 

Proponents of the reorganization effort emphasized the 
need for a balanced budget and reductions in public debt and 
taxes. 2^ The Reorganization Act addressed this concern by 
requiring Congress to pass a concurrent resolution adopting 



13. Utidgct and Acc<MiiHing Act. 11 t' S < ^ 16(1976^ Siipp. ill 
1979). 

M II tJ.S ( . 4t. (1976) 

15. Id at § Vl 

16. Rutcv ol the Holise o( Rcpicseiiiativcs. Rule \1. cl 2 (197.1) 
(()rtgiiiatly adopted liine t, 1920); Standing Rules of ttic Senate, 
Rule \XV. 1 1(c) (1971) (ongimlllv adopted Mar 6. 1922) 

17. Act of Aug. 2. 1946, ch. 751. 60 Slat. R12(codilicd tn scattered 
sccti<ins ol 2. IS. II. 11. 40 tl.S ( ). 

18. Siec Snns. f cdrra/ 1 CKislntutn Uw fhtlr of ( nnvrrsy tn Shaping 
I isial Pohtv 1 he I rv,i\lali\t' huditrl. 16(il(> I.I 14. 16 
(1947). 

19 legislative Rcoig.itu/ation Act ol 1946. l1i 7Si^ ni t. 
<i 118(a), 60 Slat 812 

20 h! , 

21 Id 
22. Id 

21, See Sinis. \upru note IH. ;\\ IS Ui 
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(he budget A u\ hMiig a budgLM LCihiig t he aci also dirccicd 
the* Joiiu I ci.Koimc C onunincc lo icLoinincnd u reduciion in 
I he piibhc dtl" sliouki ihc cMimaicd reccipis exceed ihe esii- 
inaied expcn Jm ure^.-^ 

Again, I he eoiilidenLt tlial Congics:) could assume i\s 
budget respoiisibihties \vasqiiiLki> dissipated In 1947, the first 
year that (ht legislative budget was in^pleujented, Congress 
jailed lo pas .1 budget ceiling.'*' Instead, the appropriations 
hills weie pa.s J wnhout the concurrent resolution required 
In' the staluii 

Scverul t actors coinbuied to frusiiaie the purpose of 
(he .ict. The luiiit h.eoiunnic Committee was not formed until 
well into the Longiessumal session.-'* As a result, only limited 
hearings couLl ()e held on the leconmiended budget ceilings. 
In addition, (here was a lack of clarity about the detaH that was 
supposed 10 actonipany the budget ceiling recommendation.'" 
I he Joint EctHiomic Comniitiee report only described overall 
objectives. .Sonic members of Congress wanted a specific 
breakdown of ihe areas where cuts would be made before 
che> would anpiove a budget ceiling that was $6 billion less 
than that proposed by the President. Finally, in view of the 
unstable intei national situation, many members of Congress 
were unwilling' to vote for a ceiling that might require a reduc- 
tion in military appropriations. 

The following year Congress was successful in adopting 
a spending ceiliiiLt for fiscal year 1948. However, Congress 
ignored this ceilmg in approving expenditures." After these 
first (WO iiiefl^iive years, the system was abandoned.*^ 

The Omnibus Appropriations Act of 1950 

Congress's inability to achieve coordinated compliance 
with a budget ceiling extended to its consideration of various 
appropriations bills. Eleven general appropriations bills and a 
small number o\ deficiency and supplemental appropriations 
bills Were enacted each congressional session.'^ Those consid- 
ered earlier m the year tended to slide through Congress with 
Inile opposition Those bills considered later in the session. 



24 legisLnue Kci»rgaiii/aiii>n AlI dI 1946. ch 753, til. !, 

) lH(b), 6<) S(.n H.n, repealed in Aci of Oci. 26. 1970. Pub! 
t No 9) SKj, (II II, part 4. 5) 242(b)(1), 84 S(ai. 1172 

25 ill al (J I^Hi.t) 

26 Sve Suns, sivp/u mnc IH, at 44 

27 fiJ 

28 U a I 4*5 

29 fiJ at 44 

H) 9U'oNi. Kii l4l9(l947)(fciiiarksol .Seiialoi McMahon); W. 
al 1430 (icniaiks 01 Senalor Moisc) 

31 See*)M (}Ms Ki i. 1 336 (l947Mreniarks of Senator C am); W. 
al 1421 (reiharks of Scnalor Uarklcy), Id al 1422 (remarks ol 
Sc'iutor H>ril) 

32 M R Rl p No h5«, y3il ( (uig , isi Sl-ss 27, reprinted m \ 
V S ( <)i)i ( i.M, & Al) Ni 3462 3473 

33 Id 

34 Id I hi- bihljiri tcihiig provision was eveniually rescinded by 
ihc I L-gJsldhu Kcorgdm/adoii AlI o( 1970. I his act improved 
Ihe availahihiv of |)iidgei mioi mai ion lo Congress, hui did iioi 
address ihe budgci proeess See Ahascal and Kramer, Prest 
dentiul Impoundment Pun II Judietal ami legislative 
Hesponsi's, 63 di o I J 149. 1 7 1 11974) 

35 See Snns, utpru noie 18, ui 43. 

36 Id 



howevei, were often subjected to strict scrutiny." As a result, 
later appropriations bills were often reduced based not on a 
comparison of relative worth, but rather based on delayed 
fiscal caution.'* 

The legislative solution to this problem was the 
Omnibus Appropriations Act .'^ This act required all appro- 
priations bills to be consolidated in a single omnibus bill.^ 
This was supposed to have the effect of giving the appropria- 
tions committees an opportunity to review all appropriations 
measures simultaneously and thereby set a spending ceiling/* 
In the event that the committees did not exercise fiscal 
restraint, the entire Congress could cut funding either pro- 
portionately or based on some determination of relative need 
or importance. 

Like many of the early budget efforts, this proposal 
lasted only one year. It did result in the timely approval of all 
the appropriations bills in that ycar/^ However, the omnibus 
appropriations approach was criticized because of fear that a 
delay in budget authority would result if the President should 
veto the omnibus bill because of dissatisfaction with one aspect 
of it.^' Many legislators disliked it because of the short lime 
available to review the various spending decisions.*^ In addi- 
tion, many chairmen of the various appropriations subcom- 
mittees felt that their powers were reduced by this joint cffon/^ 
Faced with this widespread dissatisfaction, the Omnibus 
Appropriations Act was abandoned. 

III. THE CONGRESSIONAL BUDGET AND 
IMPOUNDMENT CONTROL ACT OF 1974 

For the next 25 years, Congress took no additional 
(leps to coordinate its fragmented budget activities. Emerging 
cracks in the t)udgel process, however, highlighted the hap- 
hazard method by which Congress was executing its budgetary 
responsibilities. These problems also highlighted the urgent 
need for further legislative reform. 

Continuing Resolutions 

In theory, appropriations bills are passed by Congress 
and signed by the President before the beginning of each fiscal 
year. During the early 1970's, however, approximately half 
of the appropriations bills were still pending on each July I, 
the beginning of the fiscal year. Congress was therefore forced 
to pass continuing resolutions. 

Under a continuing resolution, temporary funding is 
provided for federal agencies for a limited period. Continuing 
resolutions therefore serve an important purpose by preventing 
the shutdown of one or more agencies. They are not without 
drawbacks, however. 



37 Id. 

38. /d. 

39. General Appropriations Ac! for l*iscal Year 1951, Act o I Sept 6, 
1950. ch 896. 64 Stai. 595. 

41. Id. 

42. See .Schick, supra note 6, at 307. 

4^. H R. RtP No 658, 93d Cong., 1st Sess. 28. reprinted in 4] 
U.S. CimtCoNG Sl AO Nl-ws.1462, 3474. 

44. Id, 

45. See Schick, supra note 6, at 307 308. 
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Continuing rcsohilions scl temporary spending levels 
tor the inicrim period There is no certainty that (liis l<'\el 
wiii be maintained or increased in the final appropn;tiu>ns 
lor the agency. As a result, it is difficult to plan effcuively 
the operations of the agency for the full fiscal year. Sirnil.uly, 
continuing resolutions invite the kind of agencv abuse 
addressed by the Anti Dcliciencv Acts of 1905 and I9()6. Faced 
with a time-limited appropriation, an agency may spend its 
temporary funding quickly. In this way, Congress can be 
foiced to appropriate more than it had originally intended. 

Uncontrollable Expenditures 

Bv the I97()'s, approximately three fourths of the 
federal budget was charat (eri/ed as '* uncontrollable" under 
existing law.^'' 1 hese exprndilures are '*uncontrt)llable*' in 
the sense that it is extremely difficult for C ongress to make 
adjustments in a current program's level of Funding. I he 
"uncontrollable*' nature ol these programs is due to the use 
of backdoor spending auihority. 

Backd(H>r spending includes any budget autiiorMv which 
is not provideti througli appropriations eoiisidered by the 
appropriations committees of the two houses. Ihe normal 
chain of events for spending measures' is authorizing legisla- 
tion, appropriations, and then the obligation of lunds by the 
recipient agency In backdoor spending, the authority to 
obligate funds is granted first. Congress* role under these cir- 
cumstances is ministerial in nature. 

I our types of backdoor spending are commonly used. 
These four types are entitlements, contract authority, bor- 
rowing authority, and peimaneni appropriations. For health 
advocates, probably the most important of these is entitlements. 

Entitlements 

Health entitlements include Ihe Medicare and Medicaid 
programs. Under these programs the outlays are defined by 
the scope of the authorizing legislation. Those persons who 
meet the eligibility requirements of Ihe programs are legally 
entitled to receive specified benefits. Thus, Congress is 
bound to fund these programs at the level necessary to fulfill 
the obligations owed lo program beneficiaries. 

Outlays under Ihe entitlement programs must neces- 
sarily be estimated by Congress. Outside forces determine the 
exact amounts that Congress will be forced to provide. Health 
status of Medicaid recipients, for example, will in part define 
the costs of the program. Inflation in the health care sector 
will also affect the otitiays for medical care. Similarly, increased 
unemployment in the nation may increase the numbers of 
families seeking public assistance benefits, including Medicaid. 

In contrast lo the entitlements are the discretionary 
spending programs. The funding levels for the discretionary 
programs must be set annually in the appropriations process. 
If less money is appropriated. Ihe programs must also neces- 
sarily be <:ircumscribed. The discretional y health programs 
include family planning, community health centers, and 
health pjrevention. 
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Since disci elionarv programs can be gutted during the 
appioprialions process, there is a strong incentive for legisla< 
tors sponsoring iicnn piograins to draft these bills as entitle- 
ments. In this way. the integrity of the legislation can be 
largely insulated liom subsequent congressional review. In 
l;ici, the recent past has seen a substantia! increase in the 
percentage of Ihe fcdeiiil budget altributjble to entitlement 
piograms.*^ 

Contract Authority 

Agencies use contract authority lo enter into obliga- 
tions in advance of appropriations. Appropriations are then 
made to liquidate Ihe contract obligations. The appropria- 
tions committees therefore have no real control over this type 
of spending. Thev miisl recommend amounts necessary to 
meet these outlays. 

The use of contiaci authority is also extremely popular. 
From 1%7 to 1972, llie amoimt of contract authority included 
in the federal budget always exceeded S8 billion.*' The figure 
for Fiscal Year 197"? was close to $20 billion. 

Contract authority can be useful in allowing lead time 
for long-term projects. However, the use of contract authority 
limits the ability of Congress to regulate current outlays. If 
Congress adds new contract authority, the total cost may not 
be reflected in current fiscal year outlays but in future 
outlays. Conversely, a reduction in appropriations will have 
little effect on current outlays based on pieviously exercised 
contract authority. 

Borrowing Authority 

Borrowing authority involves the authority to obligate 
and spend from funds obtained by borrowing from the 
Treasury or the public. Unlike normal appropriations, bor- 
rowing authority is both indefinite in amount and duration. 

Borrowing authority is used to fund such programs as 
health professions loan guarantees, funds are borrowed from 
the Treasury and the public in indefinite amounts. This 
authority remains available for reboi rowing once a loan has 
been repaid. There is no appropriations limitation on it. 

As with other types of backdoor spending, the appro- 
priations committees have little control over these expenditures. 
From 1932 to 1972, Congress authorized $130 billion in bor- 
rowing authority.*** Of that amount, only $15 billion had been 
reviewed through Ihe approprialion.s process. The remaining 
$1 15 billion had been handled solely by legislative committees. 

Permanent Appropriations 

The fourth type of backdoor spending is a permanent 
appropriation. Under a permanent appropriation, funds are 
made available for a designated period of time. No further 
congressional action is necessary to aulhori/c annual spending. 
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SiKi.il i I urns hcMi fiu iiic AW c\Ai\\{)\c o( pcniuncni 
j|rpii>piuiiu)ii I hcsc iippiopt luiiDiis aic indcliiuic as io 
jiiiotmi »iiul ihiiahoii lit n>iUfaM, icvcmic sharing is a pci 
tnaiiciii appiopi lahuii uhiihjs spcMlic iii both anioum and 
(Inuiiton. 

\hc nuniln.1 ot pcrinancni appropr laiions ujsc ai a 
nuicli taslci lau- than Uikial ^pctKlmt^ as a svliolc bc(t)tc 
I^)^4/" Uy i-iscal Umi 1^>''4. ncaily ono quancr ol ihc federal 
biidgci v\as ni Hic loini o\ pLMtnancni apj)ri)priaiions^' Agaiti, 
ihc appiopHiiUon^ Lomnnllccs had ru) oppuihinny to review 
ihesc appiDpnaiiDns on an annual basis arul thereby eoor 
dniaic sueli spendnig wuh ilic hioader ledcial biidgcl. 

Impoundment 

Piobleins v\ t(h eiiaciing appiopi lations bills and coor- 
ihnalnig ilie ledeial bndgel were nut the orily pioblenis faeing 
C ongiess in the earl> I97()'s. At the same time that Congress 
was ackiujwledt'ing its lack ol control ovei total federal 
e\pendiinres, u was also nivolved ni a power struggle with 
the I'lesklent to assure that appropriated Innds were aelnally 
spent b\ the executive biartch 

In l-iseal Year I'lesident Ni\on decided lo keep 

federal onilavs below billion. I his determination was 

expressed in se\ei»il dif ferent ways. 1 wo I abor/HLW Appro- 
pnations bills weie \eti)ed by the President because they 
, exceeded AdinmistriUion bud^iet estimates. As a resuh, C\)n- 
tircss was h)tL(.J to adopt a contiiunng resolution to keep 
these two ageikies in t>peiaiion. 

I his nuMal skirimsh set the tone lor the impoundment 
siriigtites to come. In lebruaty 1974, the Administration 
admitted to having impounded or delayed SI 1.8 billion in 
appropriated Innds.'- in addmon, another $6 billion had 
bMfu impounded m violation of the l ederal Wai .r Pollution 
contiol Act Aiiundmenis of iy''2.''* All of these impoundment 
actions were justified bv the Adniniistration as being neces- 
sary lo conirol lederal spending and iis effect on inflation/"* 

Presulent Nixon was not the first president to impound 
funds. As U)ng »ig() as the lett'erson administration, presi 
dents had reliiscd to spend niomes appropriated by C ongress. 
I he amounis niipounded b> the Nixon admimstration lar 
exceeded earhei effoits. however. 

Piesident Nixon attempted to base his authority to 
imfiound funds oi\ the 1950 amendments to the Anii- 
Defuiencv Acts ol I9<)S and 19<)6.^' 1 his legislation gtanted 
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the Oliicc of Management and Budget the discretion to 
establish budget leserves '^to provide for contingencies, oi to 
effect savings whenever savings are made possible by or 
through changes in requireinems or greater etiiciency of 
operations. ''-^ 

The President's choices of programs to target for 
impoundmem did not reflect efforts to effect savings oi to 
promote efficiency of operations. Instead, they represeiiicd 
those programs that were not given a high priority in his 
budget message. In effect then, impoundment was being used 
to override congressiond! decisions on the importance and 
level of funding necessary for certain programs. 

These impoundment efforts did not go unnoticed nor 
unchallenged. Over 30 law suits Were filed against the Admin- 
istration» generally by those persons who lost funding as a 
result of ihe President's actions. Several o! these cases were 
brought to require the President to release $1 billion of the 
$1.8 billion in HliW funds impounded in Fiscal Year 1973. 

In all of these eases» the congressional power under the 
C oiistitution to authorize programs and appropriate funds 
was undisputed. The inquiry did not end there, however. I he 
determining factor, in the courts' decisions, was whether tiie 
impoundment was contrary to an expressed intent on the part 
of C ongress that the programs operate on a full-scale. 

Jn evaluating intent, the courts considered the pre.seni.e 
of mandatory spending language or inferences of directives 
in the measures' legislative history. Thus, for example, in 
National Council of Communtty Mental Health Cenwrs, 
Inc. V, Weinberger, the court ordered the expenditure of 
$52.1 mrllion/^^ In reaching this conclusion the court stated 
that the President 

does not have eompleie disercuon to pick and choose 
between programs when some of rhern arc made man- 
datory by conscious deliberate congressional action.^* 

In other cases the court looked to the purposes of the 
particular program to determine whether the excepting piuvj- 
sions in Ihe Anti- Deficiency Act applied. The excepting pro- 
vision precludes the withholding of funds, for whatever reason, 
when to do so would thwart the policy or effectiveness of the 
enabling act.^'^ Even where mandatory language was not 
found, or where the language was ambiguous, some courts 
infeired a directive to spend appropriated funds. This 
appioach viewed a congressional decision to keep a staiuie 
on the books as manifesting the requisite intern not to tei- 
minate or cripple a program.*^ 

The final scorecard indicated that the President lost at 
lea.si 25 of the approximately 30 cases brought against his 
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Act of Sepr 6. 1950. ch 896, J 121 1 . 64 Slat 765. amendvii 
31 U..S.C. § 665(c)(2) (1976) 

National Council of C onmunuiy Mental health C'etiiers \ 
Weinberger, >61 I Supp, 897 (O f) C 1971) 
Id at 902. 

H.R, Rl r No 1797. 81si Cong,, 2d Ses, 311 (1950). 
Slate liighv^ay Coniiirn ol Mo v Volpe. 479 F .2d 1099. 
1115 16 (8ih Cir, 1973) See ^enemllv NatioiMl Council ol 
C oniinuniiy Mental Health Centers v Weinbeiger. .161 I-. S^ipp 
897 (I) l> ( . 1973). 
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impoundment actions Altht^ugh Congress was largely victo- 
rious, it N^as dissatisfied with its dependence on the judiciary. 
As a result. Congress I'stablished a Joint Study Committee on 
Budget Control. Thi<; committee was to recommend improve- 
ments in **congressiotial control of budgetary outl.Ty and 
receipt totals '"^^ Agam, the wheels had been set into inotion 
for Congress to reinipose control over the fedeial budget. 

IV. THE BUDGET TIMETABLE 

The Congressional Budget and Impoundment Control 
Act of 1974 established a new fiscal year for the federal 
govcrnment'^^ and a new timetable'^' for budget actions. That 
calendar also defines the toIc that health advocates can play 
in influencing th.it budget 

October I — 1 hr frderal fiscal year begins.'^ lUc 
( ongrcssion;j| BviJgct Office issues its reporl on five year 
pfcijtciions o\ spcnditig, revenues, and lax expendifurcs /"^ 

NwvemlKf 10 I"he President submits a current 
services hiidgct to ( ongrcss 



61 Impoundment Administration loses Most i ourt Tests, 29 
( t»Nc. Q \\ M^^/^c :si (|971) 

62 Act of Oct V. 19":. Pub I N(v 92 W. 5 ^01, ^^ II SC. 
§7S7H note (19-'6) 

6 V Id 

64 C ong Biid^id ancJ tniptniudmcnt ( ontrol Act of 1974, § 501. 31 
1? S ( § 1020(1976) 

65 II V S ( § 1121 (|9'6) 

66 The fiscal vear Nvas primarily revised In give Congress three 
additional months in which to consider policy issues w!iilc 
drlihctating tncr prnm;Mn spending levels A second reason for 
the change wis to rrthke the likelihood of contmiiing rcsolii 
tiims Ic) contmiie hmding for programs which had not been 
acted upon before the st iri of the fiscal vear. 

67 The Congressional Budpei Office was established by Title II of 
the act The Office, n nonpartisan orgaiii/alinn, fimctioits as 
an ami of both houses of ( ongress by providing budget related 
informaiKMi anil (^bieclive analyses of altertialive fiscal, bud- 
gctarv and programmatic policies Its responsibilities do not 
include rcconunendaMi^ns on mattci> i^f policy Its specific tasks 
include five vear biidgctary cost estimates of proposed legisia 
liou. Iraiking of cotigrcssional biidgetary acluuis against budget 
targets rstahlished by the C'oncurtcnf Resi^lutioii (known as 
scorektvpmR), pcriodr forecasts of economic trends and alter- 
native fiscal policies, .ind analyses of budgetary issues as they 
affect social needs -? I ' S ( § 602. T he ( oogressuMial Budget 
Act specifically prcwides that: 

As so(m as praclu able after the beginning (^f each 
fiscal year, the Director (^f the Office shall issue 
a report projecting for a period of S fiscal years 
beginning with Mich fiscal year 
(!) total nev\ hiulget authority and total budget 
outlays for each fiscal year in such period; 
(2) revenues lo be received and the ma)or '.ource': 
thereof. ancJ the surplus or deficit, if any, for each 
fiscal year in .uth peric^I; and 
(1) ta'c ccpendilures for each fiscal year in such 
per'od 11 I t S ( § 1129 (1976) 
6R riir curicnt sciMtrs budget describes anticipated budget 
aiilti'>rifv nml luiil.u' .vhich wcmiUI be inchided in a budget for 
the uproinuip fisial vc ii t>ase(l on the present fiscal vear budget 
NMlhout polit v kha»'g( v I he estimates are teased on the pro 
icried budgelarv unj^a* I nf h f.u tors \v. nnemftloytnent and 
inllHiion file e«.iiinai( . are shown by fmutK^n and subfimc 

iifinswnh a« h m.iiiM iprtu V MPS( ^ 11 ( 1976 <^ Supp 

!H I*r9) 



OfCfmberll — The loinl Economic Commillct sub- 
nuts Its ec(uu>nut tcviesv of the Presideiu's current services 
budget lo the ( omnutlecs on the Budget.'*'^ 

Jannsfv (middlf) - The President submits his budget 
fo! the noJtt fiscal year |S days after C ongress convenes/'" 

March 15 - All committees and joint commiiiecs 
submit lo Budget Commiltees reports prcwiding advice and 
data.'" 

April 1 The ( ongressional Budget Office submits 
reports ti) Budget Committees. 

April 10 President submits changes in his January 
budget " - " 



69 The Joint l-conouuc ( ommiiicc received its mandate from the 
r-mpioyment Act of 1946 |s U S ( § 1024 (I976& Supp Ml 
1979) Its fiKUs is on ec onomic pcdicy rssiies The ( ommittee, 
which IS partisan, ctuisideis long range economic itnplicalions 
fiu legislative and budget committees. ^| IJ.S.C. §1 la (1976). 

70. This budget must uiclude levels of tax expetiditures under existing 
laws for |he present fiscal vear It m»jst alst^ contain a comparison 
of the estrmateii total outlays for each program having backdoor 
status and the total amouiu of outlays made under each pro- 
gram during the last C(unpleled fiscal year. Also, the total 
estimated revctuies in the iVesidenl's budget must be compared 
to the total revenues received during the last completed fiscal 
year. T'urthcrmore, wilh irspcci lo each majt)r revenue source, 
the President must compare the amtumt of revenues estimilcd 
in his Budget and the amount received d»iring the last completed 
year The law also requires an analysis and explanation of any 
differences in the compari^t)ns matle 11 I S ( § 11(a) (1976 
& Supp III 1979). 
71 T-ach standing commillet- m the House is required to submit to 
the House C ommittee on the Budget, each standing conuniilec 
in the Senate nuist submtt to the Senate ( (uiimittee on the 
Budget, and the J(unt Iconomic ( onunillee and the Joint 
C'ommiltee on Taxation nuisl siibrnu lo both Budget ( ommit- 
tees, their views and estimates with respect to matters within 
their jurisdiction as thev relate lo the budget. .11 U S (' $ 
n22(c)(d)(l976&Supp III 1979) The Joint T-cononuc Com- 
mittee, for example, would submit what it believes to be the 
appropiiate level of total budgetaiy outlays and o\ total new 
budget authority A legislative committee, like the Subcommit- 
tee on Health and the T*nvironmenl of the House T'tiergv and 
( otnmeice ( onuniltee, would provide an estimate of budget 
outlays and an appr(ipriate level of new budget authority for 
programs within its jurisdiction The Joint I conomic Committee 
nuisl also submit a repcirt of the am<Mmi o\ any surplus or 
deficit in the budget that is appropriate in light o\ econcmuc 
conditions and other relevant factors The Senate Finance 
( ommittee and House Ways and Meatis ( onuuitttx- would each 
submit a reconunended level of federal revenues and anv amounl 
by which the total level of federal revenues would be increased 
ox decreased by bills and resolutions \o be re|>orted by the com 
mittees. A level for the public debt would most likely be 
ree(unmcnded by the Joint T con(uni( Conuuittce. Senate 
I'lnance Committee and House Ways and Means ( ommittee 

72. This should enc(mipass level", of to^al levcnues. total new 
bu(lg« I aullioiiiN , and lol.d out! i, v (m ludinp related surpluses 
of delicUs). Al'.(» included .m i »\ ' * I'endituic levels under 
existing law. taking mm aeioirnt pnunird luorKMiuc factor* 
find any possible changes in such levels due to proposals in the 
President's budget This report should include a discussion of 
national budget priorities 2 II S.( ^ 6t)2( i ) ( 1976) 

71 The President may lind it necessary or appu^priate, based <in 
recent information, to amend or revise the budget authniitv 
request, estimated <uitl.iys, or estimated receiprs These 
ihanges m;n be submitted (»n April 10 oi on lulv is If the 
President does sMbnut rcvisuuis. a si;Wcmenl musi be included 
desciibmg the eflect of the icviskmis im» the suinniarv data to 
the oitgmal budget tM(>(^(»sal H O S ( k\ \{y\ (I9'6) 
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April IS I he Hounc and Si imk* Huci^*ct C oiiiinit'eL's 
ic|H)n ihi I tisi (onciinent Hucl^c Kes>)hHii)u to tlieii 

IUUI^C^ 

Mm> is House aiul SeiiaK ( oiuiniUees rcpoM 
t>itls aiui rcsi>liiti()iis jutlu>i i.'ing new biuigei auc)u)Mt> 

Mji> 15 - C i>iigiess Li>»U[)ieies atiion oi\ die l irst 
CiiiKurieiit Hiulgel Kesolutu>ii ^ 

Jul> 15 I he PresjdeiiC liaiisMu(s iiib Mid ScbSion 
KcMcw i)l the HiuIl'iM 

7 (Im>> mIIit I tfbof l>M> ( otigtess tciinpleteb aedon 
oi\ biils and K'><>)iiuti)i)s pioMdmg iitw budget auihonty and 
new speiuiiiig aiithoiicy. ^ 



74 lesolmiiui e^^lhhshes i.irgeis h)i budget authority, outlays, 

leveiiues, dttieU oi .urphis, and pubhe debt. It i!> a pioduel ol 
.ill the repoi ts I e«.eived Iroui the s arious eongi essioiial couunil 
tee'< I he ief)ort .Keoinpau> uig the resolution nuist iiielude a 
LOiuparisoii ol the ( i)ininittte's estimates and those in the 
!*resident\ budget pioposal II U b.C . §l322(d) {\976 A 
Supp tli l^>7y) 

75. No bills or resolutions whith would direeily or indirectly 
auihori/e the enaeinieitt ut tiew budget authority lor a fiscal 
year tan he considered by either house unlcs!> (he legislation is 
reported on or before May 15 prior to the beginning ol'the fi'>eal 
vear t he cut olf date allows the appiopriaiiuns coninutlees lo 
wotk on disiiibutiiig then allocated level ul new budget authority 
lot piopowd new pio^iains without the periodic interruption 
ot authori/ing legislation. Without a cut off date, the appro- 
priations bills would be subject to coiiliiiuoiis revisions by each 
LOiunuttee to letlect requests loi new spending. 

An exception to the deadline is possible where the Coin 
imttee on Kulcs in the Mouse determines that du emergency 
waiver is warranted In this instance, the Committee would 
repod a resolution waiving the restriction tor (he particular 
legislation tor 1 louse consideration. In the Settate, the author- 
i/iiig or appropiiatioii^ committee can report its hill, but must 
also report to the Senate a lesolution lor waivei ol'the limita- 
tion explaiiuii^' the need lot the waiver The resolution must then 
be leterred to the Senate Budget Cominittee and finally 
lepoitcd to the Senate lor coiisideiatu>n. 

It (he lesolutiou in either the House or Senate is agreed 
to. the legislation authori/itig the budget authoiity can be 
brought lotlu Iloor lor consideration. Furthermore, it a coin 
niittee in the t louse has reported a measure within the May 15 
deadhne, the t louse can consider the companion legislation 
alieadv passeil hy the Senate I he reverse also holds true. This 
proLcdure is pi ov ided to conlorm to the normal procedure that 
the Hi)use or Senate must consider the exact bill passed by the 
other hou«.e tiidt completed action first, 31 U.S.C § 1352 
tl9^) See Kfrwrallv S (\)NI Km' No 924. 93rd C i)ng . 2d 
Sess 66. re/trinfed in jl974J I) S CoDi Com. Sl At> Niws 
3591. 3608 

76 C oii^ress has until May 15 to adopt the l^irst Concnrienl Budget 
Kesolution. I his deiidliiie gives ( oiigiess ample tmie to hccoitie 
adeipialely iiitoinied of the eoiiteiKs ol all .uilhi>ri/ing legisla- 
tion Si) that It can make its iiinial budget detciniitiatioiis. I his 
resolution must he adopted heloie legislation piovidiiig new 
budget authority, new spCMding .lultioiity, oi chaiiges iii revenues 
or the piihiiL debt Itmit can be cmisideied 3 1 U.S.C. 
$n22(a) <h) (l'>76 A Supp III 1979) 

litis provision .iiiiendcd the Budget ;iiid Accounliiig Act of 
1921 It provides that the Fiestdenl has uniil July 15 to submit 
a scci>ud statement on any amcndmeiiis or revisions ui die figutes 
put loith li) his original budget message oi iii the statement 
tiaiiMUiKed lit tune lor the April 10 deadline Cougiess lequired 
ihesc iipd.itc' o that its final consideration ol the budget 
woulil be based on Ihe most recent intoimatiou as tillable. II 
U S ( <)l Mb) K) (1976). 
'^M I his deadline is an important one since C ongress has only 
thiee weeks iciiiainmg, alter this date, until the beginning of 



September 15 - ( oiiyiess complete^ action on the 
Second Concurrent Resolution on the budget. 

Septcont>er 25 — ( ongress completes action on reton- 
cihation bill and/oi resolution nnplemeniing the Second 
Concurrent Resolution.''*^ 

The Major Stages 

The Administration Budget 

Probably (he most iniponani stage at which to influ- 
ence the federal budget is before the budget is presented to 
Congress in January. If your recommendations have already 
been included in the Administration budget, it will be much 
easier to persuade members of the Budget Committees and 
Appropriations Committees to accept your lecommendcd level 
of funding. This is because the impact lias already been con- 
sidered and the budget estimates already include attributable 
costs. As always, it is easier to defend something that is 
already in the budget than to add someihing that was not 
included initially. 

The Administration budget is prepared during the 
summer and tall of the preceding fiscal year. Thus, the Fiscal 
Year 1982 budget (which begins October 1, 1981) was devel- 
oped within the Administration during the summer and fall of 



78. (cont'd) 

the new fiscal year. During these three weeks (he Second Con- 
current Budget Resolution and any necessary reconciliation bills 
musi be adopted. This time legislation does noi apply to sup- 
plemental, deficiency, or continuing appropriations bills and 
resolutions. AUo expected are any spending or enliiienient bills 
which are delayed because of a failure to (miely enact legislation 
authorizing (he enactment of new budget authority to be pro- 
vided in the spending or entitlement measure. See note 75 
supra. See also S. Coni RfcP No 924, 93rd Cong., 2d Sess. 62. 
reprmted tn (1974) U.S. CoDbCoNCi 8l Ad Niws359l, 3604. 

79. The Second Concurrent Resolution on the Budget is reported 
by each Budget Committee. This resolution must affirm or revise 
the First Budget Resolution. It must specify the amount of 
spending and budget authority, revenue and public debt legis- 
lation, and must direct (he appropriate committees todetermme 
and recomniertd necessary changes. 31 U.S.C. 61331(a) (b) 
0976). 

80. The act describes a reconciliation resolution or bill as a concur- 
rent resolution directing the clerk of tlie flouse ol Represeii 
laiives or the secretary of the Senate, as (he case may be, ti) 
make specified changes in bills and resolutions which have not 
been enrolled. 31 U.S.C. §l33l(c) (1976). If the changes 
requested in the Second Concurrent Resolution only need to be 
raadeby onecotnniiiiee in each house, I hat eoinimiiee will follow 
the Resolution's diicciions. It will then report to its house a 
reconciliation bill or resolution, or both, which should cotuain 
such rcx'onirnendaitons. Where more than one committee in each 
bouse has received directions to recommend changes, all such 
committees must submit their recommendaii9ns to the Com 
niiiiee on the Budget in their respective houses. Each Budget 
Coinnuitee then reports to its house a recnnciliaiion resolution 
comprised of the recommendations made by all the committees 
and subiiiiited without substantial revision by the Budget 
Comnuiiees Sometimes a reeonciliatioii bill may need to be 
consideied for changing matters already enacted into law. An 
example is changing entitlement authority which can only be 
reduced through changes in the authoii/mg legislation. II 
U.SC |^ll3l(c)-(d)(l976),5eeS.Ct>^^ Rif No 924, 93dCoiig., 
2d Sess 63, reprinied m [I974| U S C oDi CoNtJ 8l An Ni ws 
3462. 3605. 
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1^80 Mthough Iht' Ailniiiiistratloi) also uses ihrer vcai 
budget projeclions. Ihcch«uignig polili-^al cdD^iilciations and 
tiscal realities preside ample opportunity to innuc!)ce the 
budget piocess during this period. 

1 he health budget )s initially developed by the i>cpan 
nient of Health and Human Services I ach o\ the prn)tipiil 
operating component s(P()('s)^' withm the Department pre- 
pares its own budget projections o( existing progiani';. its 
requests foi new pri>gfains, and its proposals for phnsmg oni 
existing piograms *^ Alter being approved within the principal 
opeiaiing component, often after substantial modifications, 
the proposed bifdgei i-^ transmitted to the Assi'itani Secietaiy 
foi Management and Mudget (ASMB) - 

1 he Assistani Secretary for Management and Budget 
pertorms nianv of the functions wiihm the Department tha» 
(he Director of the Oflice of Management and Budget per- 
fi)nns toj the President. All budget estimates are leviewed. 
All programs are siruiini/ed lor cost effectiveness and new 
progran)s especially n)ust be justified Often the Assistant 
Secretary's office will disapprove the submitted budget in one 
or more ai<*as 

In ihv event of disapproval, the principal operating 
component representative has two options. l iilier the budget 
can be revised to conform to the ASMB position oi the ques 
tioned expenditure's) can be appealed to ASMB and ultimately 
to the Secretary Th^ Secretary can then sustain the ASMB 
position, agree with the VOC repiesentative, or appiove a 
compromise position. In practice, often all three allcinati\es 
lake plate with regard to different aspects of the budgei 

After the Secretary approves the budgei for the 
Dcparttnent. it is iransnnited to the Director of the Office of 
Management and Budgei. The process that took place within 
the Department is then repeated within OMB Programs and 
expenditures are reviewed and exceptions are taken to specific 
aspects of the proposed budget. Negotiations often take 
place bet weerf .ASMB and OMB representatives Disagi cements 
can be appealed by the dissatisfied ageni v to OMB. Dif 
(crences that cannot be reso!\ed through negotiaiicms oi 
OMB appeal are sometimes appealed to the Wliite House, 
fMnally. a proposed budget is appioved for suhmissidii |iy tlie 
President to Congress as part of the overall federal budget 

Hiere arc ample <ipporlunities for health advocates lo 
influence this process F)uring the initial stage, advocates can 



RI The Deparfnieni oi }|«'alth, t-diicntroii and Welfare was ilivuJaf 
inio i\No (Icparintcnts by the Dcpariniciii i)f IdtKaiiofi 
OrRnnt/alioM Act 20 U S ( iJ^SOR (Supp IH f979) \hv 
Dcpartmcni wrlh ennlinuing rcsponsibilil v fnr health pro 
grams is ihc Department of Health and Murnan Services 

«2 frinctpal operating cnn)ponenl (P()< ) refers to a ii)a|*>r organ 
r/alior)nl iM)tMV wittiiri the IVp.nrtnu ni of Mr ilih ;)r)(l lliiniiin 
ServKc. rO( s nu lude the Ptihiic lleallfi Si jmi.i*. ihr Mratiti 
( are I mam inn Adnuntstratii>n. and Sn*'jal .Secuolv Achmni'. 
irahon 

Wjtfnn caifi prjnci|Ml nperaimp coinponeni, tf)e paniculio 
hrani h nr offic e dni nnu fi of ifu imti il work m dcsclopinr its 
hirdpet .irul ndvfuaimr adoptu^n of ilw>se figures Ilnis. lot 
ef.miplo. wiihin t|i.' Ofiuv of ihf' S'Mretnrs of llealif) and 
Muinan SeiM>es. ihrOtlue for ( i\d k?^»liis (fevelot>'' ii^oun 
hndjzfi and mu ' tu a pnsnndc ilu' Oltic(* of the Sc frl,if\ ti> 
.1- > -'pi iIkhj* I iiMH r: 



contact program staff to urge expansions of specific programs 
or requests lor r)ew programs Advocates can also conlaci 
the directors of the various POCs t(^ advocate, from the top 
down, that certair) budget changes be made. If it is learned 
that certain desired programs have been disapproved by the 
HHS ASMB. health advocates can attempt to buttress the 
presentations by the POC representative by demonstrating 
the N^idespread public support for and wisdom of the ques- 
tioned expenditure. These steps can also be repeated at the 
OMB and White House levels. 

The Budget Hearings 

After the Piesident's budget is leceived, it is referred 
in both houses of ("ongiess to the Budget ( ommittees. The 
two budget committees establish targets for appropriations 
and othei forms of spending for each of 19 functional areas 
in the budget. Health is one ol these areas and is assigned 
budgei function categor> 550. 

Hearings are held on the President's budget during 
the first few months of the congressional session. Initial 
witnesses iisually come Irom the Wfiiic House and are followed 
by \^i^nesses from each ofihe Departments and other executive 
agencies. Occasionally, congressional and public witnesses are 
also invited to testify 

First Concurrent Resolution 

Alter the hearings, the budgei committees begin to 
**maik lip" the First Concurrent Budgei Resolution, The 
committees generally start with the IVesident's proposed 
budget figures, and decide whether the proposed levels of 
budget authority and outlays are appiopriaie. (Budgei 
authority is the legal authority to enter into obligations which 
wiM require either immediate or future expenditures of 
government funds. Outlays ate ihe actual expenditures in any 
fiscal yeai inirsuant to such budget auihonly. offset by any 
refund', oi reimhursements.) Certain programs supported by 
key legislators or interest groups may receive increased funditig 
ovei the le\els teconmiended in the President's budget. 
Olhei piograins may be reduced oi eliminated completely. 

In addition to reviewing proposed budget authority 
and outlays, ihe conunittees leview the proposed figures for 
revenues. With the assistance of the Congressional Budget 
Office, the committees decide if the re\enue levels estimated 
by the I'lesident seem coitect. If not, different re\enue levels 
based on estimated receipts from the present tax system may 
be substituted. 

Aftei contparing the piopos^d outlays and ie\enues. a 
tentati\c surplus or deficit is established. If the proposed 
budget uould result in a deficit, tlie budget committees may 
decide eit her t hat (ui t lays should be doct eased or l hat 
re\enues should be increased in oidei to balance tlie budget 
OI reduce the deficit. Specific reconiinendat ions might then 
be included in a concurrent budgei tesolution that would 
diicct the applicable comnuttee- with luiisdicfion to make 
these I hanges. 1 hese committees would then have (he respon 
sibilit> to icport legislation accoiujilishing these results. This 
piocess IS kiKHMi as recoitciliatiiM) 

Af let each budget coiunuttee de\ chips a proposed 
!nid).'et. the bud^'ct lesolutions are lepoited to the full Ihnise 
and Senate Tacli house then ((Hisidcis \Uc buJeei lesolution 
.iloiii' with an\ flo(M ameiidinctit . \ budget rc^olutiiMi ts 
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it)cn pab'>cd aiki sciu (o ihc other chanibci loi consideralion. 
Since itiL* C'on^dtution rcguiiCb itiat spending bills originate 
HI ihe House/"' Senate aciion generally follows House eon- 
sideranon. Ihc iirst budget resolution is therefoie generally 
relertcd to by its House Joint Resolution number. 

Alter both the House and Senate have passed their 
veisiiMis ol the tirst budget resolution, a conference is held to 
resolve any dnlcrerices in the two versions. Generally the 
eonleiencc coninuiiee consists ol members ot the House and 
Senate buderi toninuitees. Alter a confeientc conimittee 
version is dcM l>»ped. the lull House and .Scn.uc must appit>ve 
the changes belore final passage. 

Again, tlieie are many opportunities for health 
advocates to iniluence the shape of the budget resolution. 
Advocates can leqiiest an opportunity to testify at the budget 
hearings. Met n 1km s of the budget comrnittccs can be contacted 
ojid urged to suppi>ii piograms ijiiportant to low-income persons. 
At the time of ful! House or Senate deliberations, health ad- 
vocates can work with sympathetic legislators in developing 
needed amendments and in seeking expenditures that are 
more responsive to Ihe needs of low-income clients. 

While economists, actuaries and other highly trained 
persons participate in the development of the federal budget, 
he;ilth advocates should not be intimidated by these credentials. 
Often the most needed and most effective advocacy is simply 
ail explanation of how a program affects people in a particular 
way and therefore why it is needed. For example, low-income 
clients can describe what it was like m their community before 
the advent of tire National Health Service Corps and what 
differences a National Health Service Corps doctor has made. 

Authorizations and Appropriations 

During the period between passage of the First Concur- 
rent Budget Resolution and the beginning of consideration of 
the Second Concurrent Budget Resolution, Congress considers 
most substantive legislation and all of the 13 separate appro- 
priations bills. Although authorizing legislation can be con- 
sidered by Congress at any time, there are usually many 
measures that just barely meet the reporting deadline of May 
15. Thus, they are scheduled for consideration by Congress 
during the summer months. 

Appropriations, on the other hand, cannot be ade- 
quately addressed by the Appiopriations Committees until 
they are aware of what authorizing legislation will meet the 
May 15 reporting deadline. Only then can they determine 
how many ptograms and activities will lequue budget authority 
and the extent of their need in distributing such authority. 

The Second Cc^ncurrent Budget Resoiution 

Because the First Budget Resolution is adopted in 
May. ♦^Mir and one-half months before the beginning of the 
fiscal year, many of the assumptions used in the First Resolution 
may prove incorrect. Unemployment may iiierea.se, thereby 
increasing expenditures for such programs as unemployment 
compensation and reducing revenues from payioM taxes. In 
flation may increase beyond the estimated figuies, thereby 
increasing expenditures for entitlement programs. 



84. tJ.S C ONSi an I, § 7 



For this reason, ihe First Budget Resolution only sets 
targets for expenditures, revenues, deficit or surplus, and the 
public debt. As the beginning of the fiscal year gets closer, 
the budget committees can refine their predictions. These 
refined predictions are implemented in the form of a Second 
Concurrent Budget Resolution. * ^ 

The Second Resolution sets binding figures for 
outlays and revenues. The Second Resolution also provides 
an opportunity to revise the policies, underlying the First 
Budget Resolution. For example, Congress may have been 
caught up in a **balanced budget fervor" at the time of the 
First Budget Resolution Thus, many social programs may 
have been cut back in order to balance the budget.. By 
September, however, the country may be in a recession. The 
normal way to attack a recession is to cut taxes, increase 
spending on social programs, and incur a budget deficit. 
These revisions can therefore be made in the context of the 
Second Resolution. 

* 

Aeconciiiation 

Congressional action may have increased new budget 
authority, spending authority, and revenue or public debt 
limits beyond the final budget resolution totals. The Second 
Budget Resolution might therefore direct the committees 
with jurisdiction of those matters to report legislation that 
would, make the excessive levels comport with those in the 
resolution.**^ This procedure is known as the reconciliation 
process. 

The committees with jurisdiction over the major health 
programs are the Senate Finance Committee (Medicare and 
Medicaid), the Senate Labor and Human Resources Committee 
(Health Planning and Resources Development. Health Person ' 
nel), the House Energy and Commerce Committee (Medicaid. 
Medicare Part B, Health Pianning and Resources Pevelop- 
ment. Health Personnel, PSROs). and the House Ways and 
Means Committee (Medicare Part A). Under reconciliation, 
these committees must propose specific measures to bring 
spending within specific limits.*^ These measures ^re then 
included within the House or Senate version of the Reconcili- 
ation bill. 

Since a reconciliation, bill is designed to eftect savings, 
the role of the health advo'cate is primarily defensive. The 
goal is to ensure that cuts are made in programs that will not 
adversely affect low-income clients. Advocates must there- 
fore work with committee staff and legislators to describe the 
impact of proposed cuts on low-income persons an3 to 
recommend alternatives or ameliorating provisions. 

Reconciliation directives may be included in either the 
First or Second Concurrent Resolution or in both. Although 
the Congressional Budget Act specifically provides for a 
reconciliation procedure in the Second Conctrrrent Resolu- 
tion, the Budget Committees found the use of the reconcilia- 
tion procedure in the First Concurrent Resolution to be 
legitimate in their efforts to balance the budgets for Fiscal 
Years 1981 and 1982. 



85. 31 U.S.C. §I33l(a)(1976). 

86. 31 U.S.C. 51331(c) (1976) 
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B\ (he time thai ibc Second Rcsoluuon is receiving nctive 
consider.UKin in Congress, there is ordinarily little time lo 
really luivocatc char)v'es. The Se».'()nd Resokition should he 
approved by September 15 (althmigh target dates are \\o\ 
always met) Active consideration of llic resolution does not 
usually begin until S^'piember 

Therefore, it maii)r changes arc needed in the F-ir »t 
Budget . Resolution: legislative advocacy for these changes 
should begin several n)onths earlier. Again, the executive 
branch n\ government should not be overlooked. Changes in 
the budget advocated, In the President arc more likely lo be 
■KLcpled bv the biidgei miiinittees and ultimately by( ongress 

Rescission and Deferral 

In iesp<n)se to IJrcsident Nixon's impoundment actions. 
I orij^u-ss adopted pri>visions to curb future efforts to irn 
pound appriM^riatcd funds. The Congressional Budget and 
Impouminient ( ontrol Act of 1974 addressed this pniblem 
bv establi' hing a proi cdiire lof ci>ngressional recon -idciiition 
ot appropriations I wo types of impoundment alternatives 
were established rcsxi/>sioii and deferral/' 

Three types ot rescission actions are recogni/ed in the 
act."* First, the President may determine that all or part of 
any budget aiithoi.ilv is not necessary to carry out the purposes 
or sci)pe ot program^ lor which it was provided. Second, the 
Presulent may decide that certain budget authoiity should be 
rescinded tor fiscal policy or other reasons (including tor 
mination of auiht»ri/ed projects or activilies). Third, the 
President mav decide to reserve all or part of certain budget 
authority where that authority was provided for only one 
fiscal year. This is a rescission because the budget authority 
cannot be rolled over into subset^uent fiscal years. Any con- 
duct or ileLisit)n fitting into anv or all of these definitions 
constitutes a rescission 

II the T'resident intends lo rescind aiiy budget authority, 
tie must subroit a special message to Congress Requesting con- 
gressional approval ol his proposiiL^ The message must include 
the amount of budget aulhority which he proposes to rescind, 
the government beneficiary of that budget authority, the 
reasons for seeking siuh action, the estimated frscal, economic 
and budgetary elfecls of the implementation of the proposal, 
and any related facts, circumstances and considerations. 

The special message is then considered in the form of 
a bill If ( ongress does not complete action on the rescission 
bill within 45 calendar days after the President^ message was 
received by Congress,'^' the budget authority targeted by the 
Piesident must be made available for obligation/^' that is, the 
funds proposed to be withheld must be spent. 

Peferral of budget authority is defined as the with 
holding or delaying of obligation or expenditure of budget 
authority.^' Deferral also includes any type of executive action 
or inaction whicli "cffei lively precludes" the obligation oi 
expenditure of budget authority.''^ 

R-^. II t' S ( §1401 (I'J-'M 
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II any United States government employee seeks to 
defer budget aulhority, the President must transmit a special 
message to Congress. '-* I he ad rei^uires that the message 
n>ust specify the amount nf budget authority proposed to be 
deh-i red. the government agency for which the budget authority 
I . MHight to be deferred, the reasons for the deferral, and any 
legal lustificntion for the proposed action.''^ If either the 
S<-nate or the House passes an impoundment resolution disap- 
proving such proposed deferral at any time after receipt of th^ 
mess;»gc, the authority must be made available for obligation."^ 

Health advocates can affect this process by raising 
their concerns with the members of the committee in each 
hf)use to which the special message has been referred A 
resolution of disapproval may then be reported. The text of 
any recission deferral message can be found in the first 
issue of tlic f ederal Register piiblislied after transmittal of 
the- message. - 

Comptroller General** 

The ( cimptroller (Jeneral also plays an important role 
in the impoundment control process. In addition to the 
House and .Senate, a copy of the President's special message 
proposing a rescission or deferral must be delivered to the 
Office of the Comptroller General.'*^ The Comptroller 
Cieneral is responsible for informing Congress of the probable 
effects of the proposed action and, for deferrals, if the pro- 
posed deferral is in accordance with existing statutory 
authority.'"" 

If anv action or inaction constituting a rescission or 
deferral has not been reported to Congress, the Comptroller 
(leneral must make a report on such action or ir\action. 
This report is treated as if it were a special message from the 
President for purposes of congressional review.'"^ Moreover, 
if the Comptroller (ieneral believes that the President has 
incorrectly classified a deferral or rescission action in a 
message, the Comptroller Cieneral must make a report to 
both houses of Congress explaining the reasons for such 
belief.'"' 

Again, the health advocate can provide input. The 
special message can be analyzed to determine whether the 
President has correctly categorized the proposed action. If a 
rescissi(m has been categorized as a deferral, the advocate 
can alert the ComptK^ller of (he fact to ensure that the proper 
pr(K'edure is followed. 

Classification of a proposed action is an important 
step because of the difleient procedure for rescissions than 
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toi ilctciidK t uruK nKi> lUM he rcscnidcii \i\ ihc dbseiuj ot 
an dlliiMuaivc act by Cl>ligIc^^ (passage ol a fcscission bill). 
H>' comiasi a prDposcd deferral will he elleciivc in the 
absence ol an athrinalivc act l)v C oiigress oidering the lands 
1 1) be spent 

In the c^eni ol a plopo^ed ceseission, the healih ad- 
vocate can luciis his or her eMoiis on sialling eongicssional 
action on the b.ll ai the ditlereni stages of the legislative pro ^ 
oesN to prevent the completion of action within the 45 day 
period. U the proposal is clasMtied as a deferral, an advocate's 
task IS niorel[^4Kult. One of the houses of C ongress must be 
pcisuadcd to atlnniatively adopt an impoundment resolution 
ni order to en ine that the budget antliority m question is made 
available. 

if builj'i I authority is required to be made available in 
accordaiue wnij the act and such budget authority is not 
released, the i Dinptroller (Jeneral is empowered to bring a 
Livil action in the United State^ District Court for the District 
ol ( olumbia I hc purpose ol the suit would be to require 
that the biidtiel authontv be made available.'"^ 

New Spending Authority^^ 

Congress also address*jd the pioblein of backdoor 
sji^-nding authority in the Budget Act. I he act divides spending 
authority into three categoric*: contract authority,'*'^ borrow- 
iii^->uilhoriiy.""' and entitlement authority."'^ 

Contract and Borrowing Authority 

I he Budget Act limits the circumstances under which 
legislation providing new contract or borrowing authority 
can be considered by C ongress. Any member of Congress 
may lodge a point of order and prevent lloor consideration 
of such a measure except where tht legislation includes a pro- 
vision that requiies the eiiaciiiient of an appropriations bill 
authorizing siicli spending authority.''*' This requiienient is 
designed to allord the Appropriations ( oinnui.ecs some 
control over spending anllioiuv 

This [Movision does not apply to new spending authority 
derived from a trusi fund csiablishfd by^ihe Social Security 
Act, 9() perccru sell linanced iriisl funds or outfays. of 
gi)vernment corporations.'" I egislation authorizing contract 
Ol borrowing authority is subject lo the May 15 reporting 
deadline imposed by the act,"^' but it can be considered loi 
enactment b> < ongress prior lo the adoption of the hu^i 
C oncurient Budget Kesohuion"' 



Entitlement Authority 

• Ihe act also subjects to a point ol ordci noi)r ^on 
sideration of any measure providing entitlement authority 
which would become elfective before the beginning ol the 
new fiscal year."* This provision was included to make en 
titlemSnts subject to the reconciliation process."^ 

If the amount of new budget authority needed loi the 
new fiscal year (including authority needed foi the ent ale- 
mem legisla?k^i)^excceds the appropriate allocation ol new 
budget authority reported under the Concurrent Resolution, 
the legislation must first be referred to the Appropriations 
Committee of that house. The 'Appropriations Committee 
may then amend the total new spending authority provided 
in any new entitlements to make them consistent with the 
reported allocation. The committee may not, however, 
make substantive changes in the legislation."'. The committee 
must report the measure with its recommendations withm 15 
calendar days after the bili was referred or it loses jurisdiction."'' 
Unlike other measures providmg for spending authority, 
entitlement legislation is not subject to the May 15;h deadline 
for filing committee reports. The reason for this exemp- 
tion is that neither house of Congress can even consider en- 
titlement legislation until after the First Concurrent Budget 
Resolution is adopted, on or before May if.-^^' By delaying 
consideration of such legislation. Congress hoped to 
"enhance the significance of the first budget resolution and 
to strengthen congressional control over programs which are 
difficult to control once the entitlement has been enacted. "'^^ 
Thus, health advocates seeking passage of new entitle 
mem programs must not limit their efforts to the authorizing 
committees. Passage of authorizing. legislation is a necessary 
precedent lo establishment of any new program and most 
resources must necessarily be focused on the authorizing 
committees. However, if the Appropriations Committees 
refuse to appropriate sufficient funds, implementation ol the 
new program may be delayed and passage ultimately jeopard 
ized. Mcahh advtKales should therefore advise members ol 
'the Appioprialions Committees and their staff of the need 
lor and wisdom of maintaining the level ot enialemeni 
authority proposed in the legislation. 



104 M I S < ^1406 

Id l or a Jiseiissu>ii lit the stopcol iljc President's auihoniy lu 
impound liinds see Abastal ami Kramer, \upra note 34, M 177 

l()6 New spendujg authority is spending atiihonty which had not 
been provided t)y law ji the nine that section 4<)t ol the Biulget 
Act became t llecnvc I his iiitludes any iiKTease m or addiiion 
to spending Jiitliorily that had already been provided hy law 
prior 10 tlu" seciion's ellemve dale 31 U S C . §l3*II(c) ( 1976). 

107 31 U S C ^) 1 35 1(e)(2)(a) (1976) 

U)« 31 U S ( <jnM(c)(2)(b) (P>76). 

l()9 31 11 S ( {jl3M(c)(2)(i) (1976) 

I 10. 31 U S < ijl ^M(a) (I97(») 

ill. 31 IJ S.( JinM(d) (19/6) 

rf2. 31 II S.( ;l ^**2(a) (1976) .See generally note 7^ supra 
113 31 U S ( Jin24(a) (1976) 



114 31 I) SC. §t3:^(b)(l) (1976) 

1 15 See note 74 supra See aho S. C ok» Ri m No 924, 93r'l i ong . 
2d Scss. 65, reprtmed in |I974f U S C om < onc A An Ni ws 
3591. 3607. ' 

116 31 U.S.C. ti 135 l(b)i2) (1976) 

117 31 U.S.C. 5l35!(b)(3) (1976). 

ilH S. CoNi- kn» No 924, 93rd Cong , 2d Sess. 65, reprinted m 
1 19741 U.S. Com ( ONo A Ao Niws 3S9I, 3607 

119 31 use 5l35l(b)(.?)(l976). 

120 n U S.< &l352(cKI)(l976) Omnibus >OLial scLiiriiy kgish.tujn 
which provides new budget aulhonly and entiltcrncnt autfumty 
wiihm the same measure also does not have lo be reported by 
May 15. 31 U S.C §1 352(e)(2) (1976), Id at §l351(b) 

121, 31 U S.C $l324(a)(4)(l976). 

122. S CoNF Rip No 924, 93rd ( ong , 2d Scss 60, reprmud m 
(1974) U.S CootCoNt. A An Ntws3591. 3602 
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R«vi8«d Second or Third Concurrtnt 
Budgot Rosoiution 

After the Second Concurrent Budget Resolution has 
been adopted, any member of Congress can raise a point of 
i^rdcr against consideration of any new legislation that would 
cause the budget authority or outlays for that year to exceed 
the levels agreed to in the Second Concurrent Resolution. '^^ 
It is also ou! of order to consider any legislation thai woi4M 
reduce revenues b«lou the levels set in the budget resolution. '2< 

The hope was that any desired or needed changes in 
spending or revenue levels would be made within the frame- 
work of the congressional budget process. Such an approach 
underscores the "bindtng** nature of the budget resolution 
and maintains fiscal control over the budget. '^^ 

It sometimes becomes necessary to modify the figures 
*iet in the Second Budget Resolution due to congressional 
desire to enact a new program. The Budget Act provides for 
revision iif the Second Resolution through passagt of addi- 
tional concurrent resolutions. Each such resolution reflects 
desired changes and revises the concurrent resolution most 
recently agreed to for the current fiscal year.'^* 

This revised resolution can be adopted in conjunction 
with congressional considerati(>n of supplemental appropria- 
tions or in response to updated figures for the current fiscal 
year contained in the President's budget. '2- In addition, 
Congress may wish to review its most recent budget resolution 
if sharp changes in the revenue or spending estimates are nec- 
essary due to major economic developments.'^" 

V. A HYPOTHETICAL BUDGET-WALK- 
THROUGH^» 

Duriiig the SpriiTg of 197,?, health ad vocate.s decide tw 
press'for increased funding for the community health center 
program. ''"This program provided funding for the establish- 
ment of outpatient clinics in medical ly^under served urban and 

^ rural areas througliout.tfie country. Advocates prepare position 
statements dcscribingHhe importance of the program. Xhe posi- 
tive effects of tite program on the poor, and the cost-' 

^ effectiveness of community health centers in delivering needed 
health care. • , 



123. II U SCV.§I132(I976); 

125 S. Coc5fr Rfp No 924, 93d Cong., 2d Scss. 64, reprinted in 

(1974) Xl.S. CoOh CoN(; A'Ah Nhws3S9I. 3606. 
126. 31 u s e. §I32S (1976) ^ , 

127 'S. C oNj R»r No 9241 supra note 125, at .3603. 

128 /rf 

129. This budget walk through js based on fhe i98r Fiscal Vcar 
hudget cycle. Ii is hypothetical in that somt changes have been 
made from the actual figure^ and events: 

1 30. The community health tenters prografTi is authorifcd by section 
330 of the Public Healili Service Act. 42 U.S.C. §254c(l976 A 

• Supp III 1979) This section authorizes $9,000,000 for fiscal 
year 1981 to be used for grants for the planning and development 
of centers, /d at 5 2S4c(g)(l) Another $463.000,0(K) is author ■ 
\7^6 for grants to existing ceniers and relat'^d entitlles. The Sec- . 
rctary can also nsr fhcse funds icrassisl twiim in the planninpci 
- and development ol n ptenaid health plan Id at § 254c(g)(2): 
' 42I}S< WS4i(d)(l3K )rStipp IM 1979) 
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During the Sunmier and Fall of 1979, health advocates 
meet with staff from the Health Services Administration (HSA) 
of the Department of Health. Education and .Welfare to urge 
them to request increased funding for the program in the 1981 
budget . Various figures and possible strategies are discussed. 

The Administrator of the Health Services Adrhinistra- 
tion approves the budget figure requested by the Bureau of 
Community Health Services for the community health center 
program. This figure ($400 million) represents a substantial 
increase in budget authority over the 1980 fiscal year ($320 
million) and would allow a significant expansion of the pro- 
gram. 1 his figure is later approved by the Assistant Secretary 
for Health, who administers the Public Health Service. 

On October 1. 1979, the 198<) fiscal year begins. The 
Bureau of Community Health Services begins to obligate its 
appropriated funding for expansion of the community heahh 
center program into new areas and for upgrading of existing 
centers. 

During October 1979, the budget of the Department 
of Health, Education and Welfare is assembled. In reviewing 
the proposed budget for the community health center program, 
the Assistant Secretary for Management and Budget for 
HEW questions the size of th^ requested increase. After 
reviewing ttie operation of the pfogram. the budget increase 
is reduced to $350 million. The Health Services Administra- 
tion, after reviewing the various changes in its budget, decides 
to appeal the decision on community health centers. The 
appeal is largely successful aud a figure of $390 million is 
approved by the Secretary of HEW. The decision by the Sec- 
'-retary comes after a large rtumber of telephone cqlls and letters 
by health advocates urging that the $400 million figure be 
approved. 

' The budget of the Department is then forwarded to 

the Office of Management and Budget (OMB) in late October. 
OMB, anxious to control costs; disapproves several aspects 
of the HEW budget including the proposed budget increase foi 
community health centeis. OMB recommends a 10 percent 
increase over the current budget for the program. Th^ 
Department, after reviewing the various OMB changes, 
decides to 'include this issue in its appeals. Learning ctT the " 
propo.sed reduction, health advocates contact the White 
House Domestic Affairs Council and attempt jo persuade 
staff about the Tmportant role that community health centers 
play in improving service delivery. After negotiations, OMB 
approves a figure of $^74 niiUion for the program in late 
November. - , 

During December and, "early Janiiary^ of '1980. the 
Presiienfs budget is completed and printed. The budget 
includes a figure of $374 million for community health centers. 

On, January 28^ 1980, the Prcsidenf delivers his 1981 
budget message to C oiigrcss. One ol the items included in the 
Pi^sidcnt's message'is an overall increase of $687 million for 
expanded health services to the poor and underscrvcd. The 
$54 million increase in the com^riunity health caitcr budget is 
.included in this figure. 

-Shortly after the budget message i the actual budget 
documents are released. The budget describes the naMonal 
health needs and the major federal health initiatives. It also 
describe.^. gaps^in the health care svstem. Ba.scd on this discus- 
sion, lhe President proposes tlie following fnidget for func- 
tional ca.fgorv 550, Health (in miljions ol dolhirs): 
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1979 1960 1961 1962 n63 

dLtudi estimate estnndte estimate estimate 

^ Budget 

Authoiity 53.908 60.033 71.546 83.184 94,497 

Ui'tldys 49.614 56.563 . 62.449 70.801 79,914 



the Ihuluci .iImi iiKliuk's a huakJown ut ihcw tiguies by 
inaior piol-khiis lUc ti^iiircs toi the cotniiuiiiiiy health center 
piot^iam arc as UjIIows: 



Budget Authority (in milhons of dollars) 
Hedlth Services 1979(actudl) 1980 {e§t) 1981 (est.) 

Community Hedlth 

Centers^ 259 _ 320 374 



In addition, the text contains the tollowing language: 

1 he 1981 biidgei piopnse^ lu ixpand health services 
tuiuliiig tui high prion! > under served aieas through 
the Loiiunuiuiy health cenicrs putgrain and the National 
Health Serxiecs C orps (NHSC). A proposed $54 million 
inereaseiii 1981 budget author iiy abi)ve the 1980 level of 
!^32() nnthon would support 886 eoinniuniiy health 
eeniers serving o\er 5 million people. 

Starting in taie Jaiuiary 1980, the C'onuniitee on the 
Budget of the Senate and the House Budget Connnitlee hold 
hearings on the 1981 budget. Due to changed conditions, 
administrative witnesses preseni a revised budget request for 
hcahh and other programs. These revised figures are $71.1 
billion in budget authority and $61. 9 billion in outlays. 

The first witnesses at the budget hearings coine from ilie 
Administration. They are followed during the next few months 
by witnesses from the private sector. Congressional Budget 
Office, and others. Health advocates request an opportunity 
to testify on the hcaltli portion of the budget, but are denied 
an opportunity. Written comments are sent to members of the 
House and Senate Budget Committees, ht)wever, selling forth 
views on such issues as the community liealth center pro- 
gram. In addition, meetings are held witli key stuff members 
to discuss the health budget figuies. 

in April, the House and Senate Budget Committees 
report differing vvrsions of the first Concuirmt Budget Reso- 
lution. The Senate Committee recominencls budget authority 
of $70.7 billion and outlays of $61.7 hilhi)ii tor Fiscal year 
1981. Hie House' resolution t)ro\idcs hitdgel authority of 
$71.5 billion and outlays of $61.8 billion Health advocates 
initiate contacts with conference comnntlee members to urge 
adoption of the higher House figuies. 

On May 23, 1980, the House and Senate Budget C cm- 
mittees agree on a conference leport for the 1 ir.l C oncurrent 
Resolutioa^on the budget for I iscal Vcai 1981. The commit- 
tee report provides for budget aiithoiity of $711 million for 
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health and ou laysot $61.7 billion. 1 he C onlerenee Coniuiit- 
lee es.senti:»i;y splits the difterenee between the House and 
Senate figures. The Conference report is adopted in Congiess 
on July 12. 1980. 

1 he Conference Committee deliberations are conducted 
again:^t a backdrop of budget balancing and deficit reduction 
fever. In order to^mplement these concerns, the First Con- 
current Resolution directs the various autliorizuig coinmhtees 
to develop specific spending reduction proposals for the pro- 
grams within their jurisdictions as well as revenue increasing 
proposals. These reconcihation instructions occupy the 
attention of the authorizing committees for much of the 
months to come. 

Beginning in January 1980, the House and Senate 
Appropriations Committees also begin holding hearings on 
the appropriation for the Department of Health, Education 
and Welfare, including the community health center pro- 
gram. Witnesses from the Administration, Congress and the 
public testify. A coalition of public inieresi organizations is 
provided an opportunity to testify before the House Appro- 
priations Committee. That testimony discusses the impor- 
tance of preserving the direct service programs and specifically 
discusses ihc contribution of the convniunity health cetiter 
program to improving access to health care. The Appropria- 
tions Committees continue their deliberations through the 
Spring and early Summer of 1980. 

On July 21, 1980, 'he Piesident transmits his mid- 
session review of the Fiscal Year 1981 budget. That mid- 
session review confirms the fears of many that the economy 
has substantially worsened. May's balanced budget has now 
turned into a $30 billion deficit. Moreover, the failure of 
Congress to enact hospital cost containment has increased 
health outlays for the Medicare and Medicaid programs. 

Also on July 21, 1980, the House Budget Committee 
reports the Omnibus Reconciliation Act of 1980. That bill 
includes a variety of spending reduction and revenue measures 
to conform to the First Concurrent Resolution. Health advo- 
cates have lobbied with substantial success in luniting spending 
reductions to those programs that vill havea miniipum adverse 
effect on the poor. The Reconciliation Act is referred to the 
Senate for further action. 

By the time that Congress returns from the August 
recess, the budget situation has continued to worsen and fragile 
legislative coalitions have begun to falter. Because of con- 
tinued controversy over federal funding for abortions as well 
as other issues, any chancy of enactment of an appropriations 
bill for the Department of Health and Human Services has 
disappeared. The House passes an appropriations bill on 
August 27, 1980, but Senate agreement is unhkely. Congress 
therefoie begins work on a continuing resolution for appro- 
priations for several agencies. 

A continuing resolution is finally adopted by Congress 
on October 1, 1980, the first day of the new fiscal year. 
Because of increases in mandatory entitlement programs 
(especially Medicare and Medicaid), many discretionary pro- 
grams receive reduced or static appropriations. Generall>, 
apptopiiations are set at either the 1980 level or the House 
appiopriations bill level, whichever is lower. The resolution 
exteiid.s appropriations through December 15, 1980. 

No specific sum is earmarked (or the community health 
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center program within the general appropriation for the 
Pubhc Health vService Based on the total appropriation, the 
Department of Health and Human Services authorizes the 
community health center program to operate at the equivalent 
annual level of $325 million, a $5 million increase over 1980. 

.By October 5, 1980, the beginning of the 1981 Fiscal 
Year, no Second Concurrent Budget Resolution has been 
passed despite the September 15 deadline. No 1981 appropri- 
ations bill for the Department of Health and Human Services 
has been passed despite the September 8 deadline. No recon- 
ciliation bill has been passed despite the September 25 deadline. 
Much work is left to be done in the lame duck session after 
the election. 

On November 20, 1980, the Congress finally adopts a 
Second Concurreni Budget. Resolution for Fiscal Year 1981. 
Because of the worsening economic situation and a new desire 
to increase defense spending, funds for social programs, 
including the budget category for health, are substantially 
reduced. A coalition of consumer groups, labor, and public 
interest organizations lobbies with limited success to minimize 
these reductions. Budget authority for health is reduced to 
$68.55 million; outlays are set at $63.15 million. 

At this same time a massive conference committee is 
completing deliberations over the Omnibus Reconciliation 
Act of 1980. That committee finally reaches agreement on 
November 26, 1980, and the act is passed by Congress on 
December 3, 1980, and approved by the President. The Senate 
version of the health reduction would have been extremely 
detrimental to the poor Health advocates are able to persuade 
conferees to eliminate many of the worst provisions in the 
conference version. The community health center program is 
not affected. 



As the congressional session near^; its close, so does the 
coruiuuing resolution for appropriations. Just before the end 
ol the session, on December 15, 1980, the Senate finally 
agjces to the House version of the continuing resolution to 
exlrnil funding for federal agencies, including the Department 
of Health and Human Services, through no later than June 5, 
1981 No changes are made in the fund.s available to the com- 
munity health center program. 

At least one more attempt at an appropriations bill 
therefore will have to be made for the remaining four months 
of the 1981 Fiscal Year. In addition, the continued worsening 
of the economy might nece.ssitate a revi.sed Second Concurrent 
Budget Resolution for 1981, as spending and the budget 
deficit exceed e.stimates. The Budget Act has survived intact; 
I he budget process has not yet realized expectations. 

CONCLUSION 

The Congressional Budget and Impoundment Control 
Act is now nearly seven years old. Congressional implemen- 
tation of its requirements has been, at best, uneven. Missed 
deadlines, continuing resolutions instead of appropriations 
bills, and inadequate budget forecasting have often charac- 
terized the federal budget experience. Most recently, the 
reconciliation process has provided a potentially dangerous 
opportunity to circumvent the normal process for considera- 
tion of legislation and adopt amendments to existing programs 
without hearings or an opportunity for public input. 

The budget process has become a crucial stage in the 
legi.slative process and can no longer be ignored by health 
advocates concerned with protecting the interests of low- 
income clients. The potential for benefit and harm is simply 
too great. 



